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Bij de omslag:
Hersendood wordt mede bepaald door een elektro-encefalogram (EEG). Een neuroloog 
maakt dergelijk EEG als vermoed wordt dat een patiënt hersendood is. In zwart-wit (dia-
negatief) wordt een afbeelding getoond van een EEG van een hersendode patiënt. Deze 
patiënt is in juridische zin overleden.
Van een hersendode patiënt kan het hart nog kloppen dankzij medicamenteuze 
ondersteuning en doordat het hart kunstmatig van zuurstof wordt voorzien door de 
beademingsmachine. Omstanders kunnen de ervaring hebben dat hun patiënt nog leeft, 
omdat het hart klopt, de borstkas heen en weer gaat en het lichaam warm is. Het hart 
gefotografeerd tegen de achtergrond van het EEG is van een donor, die zijn lichaam ter 
beschikking heeft gesteld aan de wetenschap.
Als aan familieleden wordt gevraagd om orgaandonatie kan het contrast van het kille EEG 
en het warmbloedige hart verwarring en tegenstrijdigheid oproepen. Een besluit nemen 
over orgaandonatie is mede daarom soms een grote opgave.
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BY WAY OF AN INTRODUCTION 
Where does a person’s “soul” reside? From a religious and anthropological perspective, the heart, 
the breath, and the mind (= head or brain?) struggle for primacy. What is the most important 
part of a person? What makes a person a person? When does the soul depart the body? Is that, 
then, the moment when we might be able to extract organs? How is that moment determined? 
I face these kinds of question as a spiritual caregiver (a carer for the soul) in the daily practice of 
my work in the intensive-care unit of Radboud university medical center. Uncertainty about these 
answers determines to a large extent how relatives respond to the request for consent for the 
donation of the organs of a loved one who has been declared brain-dead. That question leads to 
new questions from a moral, religious or anthropological point of view. Who or what determines 
whether a person is alive or dead? Up to what point do we have to do with a person, and when 
do we speak of someone’s remains? Who has the say over the dead or brain-dead body? Is there 
such a thing as postmortal autonomy? Can you regard someone who has been declared brain 
dead as remains in which there may still be usable parts? Can you then remove these parts just as 
you like, even if the heartbeat and the breathing are being kept going artificially? These and other 
questions suggest that not everyone accepts and understands the concept of brain death as self-
explanatory. 
 
Brain death and its relation to organ donation 
The subject of this thesis is how requests for postmortal organ donation are experienced. We 
investigated how requests are made of families whose permission is sought to extract the organs 
of their loved ones: eligible brain-dead donors. Doctors, nurses, and transplant coordinators are 
involved as professionals in this request, and family members or other relatives have to decide 
whether they want to give permission. How brain death is explained and understood is of the 
highest importance in this connection[1-3]. Emotions often get in the way of a sound 
understanding[4]. The concept of brain death is linked in the Netherlands to organ donation, 
because it was given a statutory basis only with the introduction of the Organ Donation Act in 
1998. 
This happened 30 years after the concept of brain death was first introduced[5]. The lack of brain 
activity has since then been a criterion for officially declaring someone dead. It thus seems that 
the core of the individual is reduced to their brain and that the determination of death is made 
by a technical device. This happens in the intensive-care unit (ICU), in a situation where the body 
is on a ventilation system and the heart is kept going by artificial means. Onlookers see a patient 
who feels warm to the touch and whose chest cavity is rising and falling. This is in contrast to the 
classic image of death: a cold, stiff corpse. As a spiritual caregiver, I see incomprehension and 
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despair in the eyes of family members as the doctor comes along to tell them that their loved 
one has probably died. The doctor tells them that the clinical picture indicates brain death, 
whereas the family just does not see a corpse. This response from family members was what 
prompted me to do this research: I asked myself whether I could assist them in one way or 
another to come to a decision they would not regret. This research question is broader than just 
the concept of brain death, even if brain death is a condition that precedes the request for a 
donation. In order for brain death to be ascertained definitively, further investigation is required. 
But that will become really relevant only at the moment at which organ donation is a real 
prospect. If further medical treatment no longer makes sense and there is no question of organ 
donation, the resuscitation can be stopped at once, whereupon the patient dies for all to see. If 
further investigation is needed, the patient stays hooked up to the ventilator until the 
investigation has been carried out, and he or she does not appear to the relatives to be dead. 
 
Brain death as seen from a scientific perspective 
If there is a possibility that the patient can become a donor, the protocol requires that brain 
death be ascertained. This protocol is necessary because the image of brain death contrasts with 
the sense we have of what counts as “being dead”. The protocol on brain death has been drawn 
up by the Health Council of the Netherlands and is regularly adjusted to reflect the latest 
scientific insights. The most recent recommendation[6] states that brain death should be 
determined in three steps: 
1) ascertain whether to the preliminary conditions, as they are called, have been met: (a) 
the cause of the brain injury is known; (b) the injury is fatal and cannot be treated; (c) 
there is no indication of potentially reversible causes of the loss of consciousness and the 
failure to respond. 
2) clinical-neurological examination: ascertain that (a) there has been a loss of 
consciousness; (b) that there are no brain-stem reflexes; (c) that breathing requires a 
ventilator. 
3) additional research that ascertains that the cerebrum has failed, with one of the 
additional investigations: electroencephalography (EEG), transcranial Doppler study 
(TCD), CT-angiography of the blood vessels in the brain (CTA). These tests can be 
considered to be mutually equivalent.  
If the additional test that is used demonstrates the absence of brain function or cerebral 
perfusion, the subsequent apnea test must confirm brain death. Thus the technical-
scientific proof of “death” is rounded out by the classical experience of death: someone 
breathes no more. (See Figure 5 for a flowchart—a schematic representation of the 
protocol on brain death: page 157 of the report of the Health Council of the Netherlands). 
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Seen from an international perspective, the concept of brain death is not clearly or uniformly 
formulated[7]. By comparison with other countries, the Netherlands uses the most stringent 
concept. Dutch law applies the concept of “whole-brain death”: death as the complete and 
irreparable loss of the functions of the brain, including the brain stem and medulla oblongata. 
The associated protocol on brain death established by the Health Council of the Netherlands is 
regularly updated (most recently in 2015)[6].  
In other countries, such as the United States and the United Kingdom, the term “brain-stem 
death” is used to refer to a situation in which the functions of the brain stem and the medulla 
oblongata are lost. Brain-stem death is regarded there as the moment of death. That moment 
often comes earlier than that in which there is no measurable brain activity. But the brain can 
function only in combination with the brain stem and medulla oblongata. Irreversible loss of the 
stem functions makes effective cerebral activity impossible. The function of the brain as a whole 
and, with it consciousness as well, are then completely lost, and recovery in this situation is not 
possible. In the Anglo-Saxon world it is also possible, then, to move earlier on to the extraction of 
organs. That is good for the quality of donor organs.  
There are also voices here in the Netherlands calling for the concept of “brain-stem death” to be 
applied instead of that of “full brain death”[8]. According to the Health Council of the 
Netherlands, the subject in this country is “too controversial for the time being to be able to 
count on enough support in professional groups.”[6] The rejection happens, then, not on purely 
scientific but on ethical grounds.  
Apart from a difference in definition, methods of ascertaining brain death also differ by country. 
How many professionals are required, and the qualifications they need to determine brain death, 
also vary[7]. Here not only medical considerations (for example, whether certain measuring 
equipment is available), but also cultural and religious motives (for example, how long it takes 
the spirit to leave a person) play a role.  
We can note here that science can give us no uniform definition of “death” or, by extension, of 
“brain dead”. This leads to confusion about what “brain dead” means. We see this in word usage 
and in the behaviour of both healthcare professionals and relatives of patients. Thus health 
professionals in the world of the ICU deal in a different way with patients who are brain dead 
than with those about whom it has been confirmed that their heart is no longer beating[9]. And 
they are just as dead in the legal sense and under definitions of the Health Council of the 
Netherlands. When a patient is lying unconscious, hooked up to a ventilator, in the ICU, terms 
such as “sedated”, “comatose”, and “brain dead” are sometimes used interchangeably, if not by 
health care providers then by others, such as loved ones and relatives of the patient. In any case, 
the “lay public” has a limited understanding of the concept of brain death, and this is sometimes 
enhanced by popularised descriptions in the media[10]. 
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Brain death as seen from the popular perspective 
As a spiritual caregiver I regularly see how, despite all the best intentions on the part of doctors, 
questions that have or have not been asked remain unanswered when the doctor notifies the 
family that their loved one is brain dead. Although people know the word “brain dead”, the 
concept is not clear to everyone, not even after it has been explained to them[11, 12]. In actual 
practice, a specialist doctor can, on the basis of the clinical picture, make a presumption of brain 
death even without carrying out all the investigations that are recommended by the Health 
Council of the Netherlands. These investigations are, however, relevant only if the patient is a 
eligible organ donor. If further treatment no longer makes sense, a doctor will decide to 
discontinue treatment. Presuming that the patient is brain dead, he or she will make the 
donation request. If the answer is no, then the life-support apparatus is disconnected and death 
occurs for all to see. If the relatives do give their consent for organ donation, the aforementioned 
further investigations must be carried out. In that case, the patient remains on life support and 
appears to be alive for some time yet. The technical determination that someone is brain dead—
that is, dead—frequently does not reassure relatives that their loved one really has died[3, 13, 
14]. 
For a number of people, distrust—“Am I really dead? Will the doctor be able to tell, in fact?”—is 
a reason not to register as a donor or to register as a non-donor in the National Donor Register 
(NDR)[15, 16]. But it is mainly the relatives of patients who are lying in intensive care, brain dead, 
who raise objections to organ donation if this is requested in an actual situation[3]. From a legal 
standpoint, their loved one has died, but in their own experience, and biologically too, that is not 
so—at least not yet[17]. In the wake of the scientific definition of brain death, and with the full 
backing of the law, one could refer to “the remains”. However, neither doctors nor family 
members speak this way about a brain-dead patient. The question of who has the say over this 
brain-dead body thus becomes even more complicated. Should relatives treat it as if it were their 
property, as happens with an inheritance after death? Or do we have to do with postmortal 
autonomy, meaning that the deceased determines what is to happen with his or her body? 
These and other questions help shape the conversation about organ donation in the case of 
brain death. 
 
Brain death and organ donation 
The introduction of the concept of brain death has given transplantation medicine a new 
impetus, because organs may be removed only from someone who has died (the dead donor 
rule)[17, 18]. Organ transplantation has saved many lives, but it has also created new problems. 
Organ transplantation stands or falls with organ donation: a donor has to be available who is 
willing to donate his or her organs. It was possible for the first kidney transplant to take place 
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because the twin brother of the patient was willing to donate a kidney. For kidneys, one can still 
rely these days on living donors (who are often related). This is not true of other organs, because 
we have only one. That’s why the transplanting of dead patients’ organs started at a later stage. 
The scientific finding that brain death is also death coincided with the emergence of transplant 
medicine and has helped advance it considerably. 
 
The social framework 
Throughout the more than 60 years in which organ transplants have been done, there has always 
been a shortage of organs. Ten per cent of all patients on the waiting list in the Netherlands die 
before an organ becomes available. For kidney patients the waiting list is shorter, because in 
about half the cases the kidney comes from a healthy living donor. There are fewer and fewer 
candidates for donation after death in the Netherlands, because there are fewer and fewer brain 
deaths. Measures to improve safety on the road have led to a reduction in the number of victims 
of traffic accidents suffering brain trauma. In addition, the treatment of brain haemorrhages and 
infarctions is improving all the time. Thus only a small few of the patients who die in ICU are 
eligible organ donors. But even medical fitness as a donor does not always mean a donation can 
take place. In more than half of all cases, this is because of objections from relatives[19]. One 
could say, indeed, that many of the organs that are usable in principle are lost--cannot be 
transplanted. From the perspective of people on the waiting list, this is especially vexing. 
Healthcare professionals also find this a pity because as caregivers they face severe constraints 
because of the lack of donor organs. But seen, too, from the perspective of relatives who refused 
to make a donation, the situation can be termed harsh when one realises that within a month 
more than a third of them regret that refusal[20-23].  
Organ donation was regulated by law relatively late in the Netherlands. The Organ Donation Act 
(1995) sanctioned and tightened prevailing practice. At that time there was also a discussion of 
whether everyone should automatically be a donor. In Belgium and Spain everyone is a donor, 
except those who have indicated before their death or brain death that they do not want to be. 
This is what is known as the opt-out system. In the Netherlands an opt-in system was decided on, 
whereby people indicate through the NDR whether they want to be donors. If there is no 
registration and a brain death occurs, the family is asked to give its consent for a donation. 
Because only 43% of adults in Netherlands have indicated in the NDR their intentions regarding 
organ donation, doctors will in most cases have to ask for the family’s consent. And it is also the 
case here that, without explicit consent, there can be no donation.  
With these regulations, society has also sought to find a solution to the problem of organ 
shortages. In fact, though, the first Organ Donation Act has not contributed to the search for a 
solution. It is partly for this reason that the 1995 law has been revisited several times. One of the 
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reviews resulted in the Dutch Master Plan for Organ Donation [24], which focused on increasing 
by a quarter over the figures obtaining at the time the number of available organs from 
postmortal donors. Although that target has not been reached, the number of donations has 
been growing over the last few years, averaging 232 from 2009 to 2013. We cannot yet conclude 
whether this is a steady or an incidental trend. It just so happens that the start of data collection 
as part of our own research coincided with the presentation and discussion of the master plan. In 
the same period, from 2008 to 2012, the Dutch Transplant Foundation also conducted a large 
comparative study under which nurses working in ICU would guide families that might face a 
request for a donation. This study[25] has shown that, if nothing else, additional guidance means 
more donors. Like so many studies in the field of organ donation, this one has as its most 
important measure of success whether the intervention leads to more donations.  
In our study, the primary focus is on careful decision-making and satisfaction on the part of the 
relatives with the decision. Our research is motivated by the inconvenience that I noticed among 
families who were confronted with a request for a donation. 
 
Requesting consent for donation: encouraging research 
Thanks to the statutory basis that the concept of brain death has in the Organ Donation Act, the 
treating physician of a patient presumed to be brain dead can ask the relatives of that patient 
whether their loved one can be considered for organ donation. In our own hospital, this question 
is asked every week, and in the Netherland as a whole about 700 times a year. Many relatives 
refuse consent, so that the number of procedures that are started falls well short of 700. 
Relatives almost never refuse if the patient is registered as a donor in the NDR[26]. Of course the 
wishes of the patient are also followed if they have indicated in the Register that they do not to 
want to be considered for donation (as happens in 16% of cases). In 75% of cases, there is no 
registration and the decision rests solely with relatives. Without registration, a problematic 
situation arises in which the family must make a decision without being able to ask any longer 
what their loved one would have wanted. In two cases out of three, these relatives also refuse 
donation[26]. Could better communication between healthcare professional and relatives, 
and/or support from the latter’s own loved ones help them in their decision-making about 
whether to donate? Communication and decision-making about donating a brain-dead patient’s 
organs is difficult not only because of the complexity we have sketched out around the concept 
of brain death. Decision-making is even more complicated (a) because it is often not clear whom 
the request is being made of, or who has the last word legally; (b) because the request is usually 
made of several people who are implicitly supposed to come to a consensus; (c) because the 
request is made in a crisis situation, so that people cannot always think straight; (d) because the 
answer to the question is needed quite urgently; (e) because the request is made with regard to 
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someone else’s organs, and it is not always clear what that other person would have wanted or 
that they or the family have the say over those organs, and (f) because with the answer not only 
the interests of the patient (the eligible donor), but also those of the recipient (an anonymous 
other) are at stake. 
 
Scientific significance of the research 
Healthcare professionals and agencies that are involved in implementing the Organ Donation Act 
pay focus primarily on the results of the decision-making process. They seem to focus less on the 
procedural side and on the relatives’ satisfaction with their decision. They generally lay the 
emphasis on getting consent for donation. Training of all kinds by the NTS is focused on the skills 
of the professionals in making the request for a donation in the right way and, where possible, in 
persuading family members to consent to donation. Our research focuses primarily on the 
relatives and on a support of a kind that will help them become better decision-makers. This 
support should be focused on getting relatives to make their own decision. It is, by definition 
non-directive and aims to encourage the consideration of moral values, norms and convictions. 
We call this form of support and guidance moral counselling. Moral counselling has been 
developed by Hans Evers and yours truly as a generic form of counselling. This was the result of 
the European Master in Bioethics that I took from 2005 to 2007. With the research undertaken 
for this thesis, we are trying to combine a focus on the process side of decision-making with a 
focus on the results side, putting the accent on the consideration of ethical motives that may or 
may not lead to donation. I believe it is this that makes our study unique. Of course we attend to 
both the clinical and the practical aspects of decision-making. However, we will focus especially 
on the normative and religious-philosophical contexts of the patient and the relatives. In this 
connection it would be better to refer to our approach as value-oriented rather than as goal-
oriented[27]. It also strengthens what’s known as the health literacy of the decision-makers. 
“Health literacy” refers to individual skills to obtain, process and understand health information 
and services necessary to make appropriate health decisions[28]. The health literacy of the 
patient (or, in our research, of his or her representatives) is required for shared decision-making 
in order to bring patient and doctor to a more-equal position[28]. Initiatives by patients’ 
organisations that are striving for patient empowerment have the same goal. Our research fits 
within what is known as the Radboud Strategy, whereby the patient is seen as a partner. That 
strategy stimulates the development of methods and practices that facilitate shared decision-
making and the empowerment of patients and their relatives. 
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Purpose and scope of the research 
This study investigates the need for “moral counselling” for patients and their relatives. We 
define moral counselling as professional support or guidance for patients and/or their relatives in 
decision-making, the outcome of which can be justified with moral terms such as good, just, and 
wise. We focus specifically on the question of whether moral counselling can help the relatives of 
brain-dead patients come to a decision on a request for organ donation. The research is in 
preparation for a possible intervention study in the field of organ donation. The original question 
for the research was two-fold: 
• How do the actors experience the request for organ donation? 
• To what extent do they have a need in this connection for professional support or 
guidance in the form of moral counselling? 
Among the actors involved in the request for organ donation are, on the one hand, the doctor, 
the nurse and the transplant coordinator, who make the donation request and provide 
information, and, on the other, the family members and other people closely involved who may 
or may not give their consent for donation of one or more organs from a brain-dead loved one. 
Partly on the basis of a search of the literature, the phrasing was refined and the second 
question faded into the background. We first had to explore what moral moments in the 
decision-making are important, and which elements are of a practical, emotional and situational 
nature. The research thus looked in the end at the experience with (and the perception of) the 
request for a donation through the eyes both of those making the request and of those who had 
to give an answer. 
Questions that shaped our research: 
1. Relatives: 
1.1. How do relatives experience the request for organ donation, if they have to decide on 
behalf of a loved one? 
1.2. To what extent does the fact of registration or no registration on the part of this loved 
one affect their decision? 
1.3. To what extent do or did they feel equipped to respond to the request or feel the need 
for support in the decision-making process? 
1.4. How do they look back, after their decision, at both the outcome and the process? 
2. Healthcare professionals (doctors, nurses, transplant coordinators): 
2.1. How does it feel for doctors and nurses to make the request for organ donation after 
they have worked so hard to help the patient recover? 
2.2. Do healthcare professionals perceive some sort of embarrassment in themselves and on 
the part of the relatives as they are dealing with this request? 
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2.3. How do healthcare professionals regard a possible offer of support or guidance in the 
decision-making process that relatives go through as they are confronted with a 
donation request? 
The perception of and experience with the request for an organ donation were considered by the 
healthcare professionals in five focus interviews with doctors, nurses, and transplant 
coordinators from across the Netherlands. How relatives perceive the request for organ 
donation, and what experiences they gain in the process, were examined in 22 in-depth 
retrospective interviews with relatives who had actually faced this decision. We tried to reach as 
many people who had given their consent for a donation as had refused. Participants were 
relatives of patients from Radboud university medical center in Nijmegen, and St. Elisabeth’s 
Hospital in Tilburg. 
 
Outline, and relationship between chapters 
In Chapter 1 I describe how, in consultation with others, a method was developed which we have 
called the Nijmegen method for moral counselling. This development has both deductive and 
inductive components: we start with general concepts borrowed from Paul Ricoeur, but through 
practice and exercises in teaching situations, the method was refined from the bottom up and 
made transferable. 
Chapter 2 gives an overview of the literature on decision making around organ donation in brain-
dead patients on the basis of an integrative review. We investigate how the decision is made, 
how families evaluate their decision and where they get support from in their decision-making. 
The goal is to figure out where decision-making could be improved. 
Chapter 3 presents an analysis of five focus interviews with healthcare providers from all over 
the Netherlands who are involved in the donation request: doctors, nurses in the ICU, and 
transplant coordinators. The interview guide for these focus interviews arises from the 
aforementioned research questions for the healthcare professionals (2.1 to 2.3, inclusive) and 
the results of the integrative review (Chapter 2). The interview guide took on its concrete form 
after a number of in-depth interviews among doctors and nurses, who are regularly involved 
with the donation request. In the focus interviews we asked about (1) associations prompted the 
term “organ donation”, (2) the circumstances in which the request has to be made, (3) the 
difficulty that relatives have when it comes to a decision on the donation request, (4) possible 
regrets that relatives feel at their decision, and (5) the possibility to offer relatives support of 
some kind in coming to a sound decision.  
The focus-group interview[29] is focused on exploring the knowledge and experience of those 
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involved. The group interaction is used as a tool to track that knowledge and those 
experiences[30], so that more insights are gained into any sticking points and into what factors 
encourage donation. We also look at whether healthcare providers are aware of levels of 
satisfaction or dissatisfaction among relatives with their donation decision, in particular in cases 
where they refused to make a donation. In Chapter 3 we include suggestions on how to bring 
about greater levels of satisfaction on the part of relatives.  
In Chapters 4 and 5 we present an analysis and conclusions on the 22 in-depth interviews with 
relatives of donors and eligible donors. In 12 cases consent for donation was given, while in 10 
others it was denied. We borrowed the themes for the interview guide from the previously 
reported research questions for relatives (1.1 to 1.4): a number of moral concepts figured in the 
background, including integrity, non-maleficence, (postmortal) autonomy, solidarity, altruism, 
vulnerability, moral distress, and dignity. 
The purpose of the analysing the content of the 22 interviews in Chapter 4 is to gain insights into 
the decision-making process on organ donation by looking at the perspectives of the relatives of 
eligible brain-dead donors. We look at how they come to the best possible decision: at their 
ethical considerations, values, motives and convictions. We also explore whether they still stand 
behind their decision afterwards, and whether they see as desirable any form of support as they 
make their decision.  
The findings in Chapter 4 bring us, in Chapter 5, to a secondary analysis of the 14 in-depth-
interviews in which there is no written declaration from the patient in the National Donor 
Register. The secondary analysis has to determine what the key factors are in the decision-
making process, according to relatives who have to decide even though the eligible donor did not 
record his or her wishes in the National Donor Register. 
Epilogue 
In the last chapter I come back to the question our study began with. We give answers to the 
research question, conduct a discussion on these conclusions, and formulate a number of 
recommendations for actual practice. 
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Abstract 
 
This article describes a method of moral counselling developed in the Radboud University 
Medical Centre Nijmegen (the Netherlands). The authors apply insights of Paul Ricoeur to the 
non-directive counselling method of Carl Rogers in their work of coaching patients with moral 
problems in health care. The developed method was shared with other health care professionals 
in a training course. Experiences in the course and further practice led to further improvement of 
the method. 
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INTRODUCTION, AIM AND OVERVIEW 
This article describes the a method of moral counselling developed in the Radboud University 
Medical Centre Nijmegen, the Netherlands. Although moral counselling is done by many health 
care professionals in every day care, it seems to be an implicit practice to which hardly any 
attention is paid in the literature. There are no articles mentioned in Medline with “moral 
counselling” in the title. During our research we found only one publication [1] which referred to 
that term. Nevertheless the topic is important, because all important decisions in human life 
have a moral dimension. This is also the case in the dialogue between physician and patient, i.e. 
shared decision making. Many times a patient has difficulties with decision making not because 
of the information provided, but because of the moral confusion that is generated by the 
information. In such cases the patient is in need of a counsellor who can serve as coach in the 
decision making process in order to provide value clarification directed toward a wise decision. 
Nelson, Han, Fagerlin, Stefanek, and Ubel [2] argue that clarifying values and preferences is 
neither a simple nor a clear-cut task. Additionally, an optimal decision is dependent on both 
values clarification as well as intuitive factors. The aim of moral counselling with a patient is to 
improve satisfaction and reduce moral distress regarding the decisions made, so that the patient 
may have “peace of mind” in the future. 
In this article we introduce moral counselling as it is done by a hospital chaplain. In the Dutch 
situation to which we refer a hospital chaplain is called “spiritual counsellor” (see  
http://www.vgvz.nl/userfiles/files/Professional%20Standard%20Spiritual%20Counsellors%20 2005.pdf). 
The spiritual counsellor supports the patient in such a way that he or she can make a wise 
decision in case the physician poses a dilemma in the medical situation. Our aim is to describe 
the Nijmegen method of moral counselling with regards to both the development of its 
theoretical background and its impact on the quality of care in the hospital. The Nijmegen 
method of moral counselling combines the ideas of such philosophers (ethicists) as Ricoeur [3,4], 
Nussbaum [5,6] and Brennan [7] with the experience and theories of counselling experts and 
therapists like Rogers [8,9] and Egan [10].The method facilitates argumentative, cognitive and 
rational aspects of patients’ decision-making processes as well as intuitive, emotive and narrative 
elements. It allows for the way in which people make moral decisions [11,12]. The method is 
particularly suited for decisions to be made in tragic situations. 
Our description starts with Ricoeur’s moral complementarity model [13], which incorporates 
teleological and deontological considerations and combines them with the importance of wisdom 
in the actual situation While applying Ricoeur’s ideas in counselling as described by Rogers we 
also sharpen our focus with the help of Nussbaum and Brennan who ask attention for non-
rational “arguments”. We describe the development of the method in collaboration with 
colleagues in different courses and trainings on the method and we end with some 
considerations on the role of the hospital chaplain in relation to the method. 
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RICOEUR’S MORAL COMPLEMENTARITY 
The Nijmegen method of moral counselling is based on Paul Ricoeur’s so-called “little ethics” 
[3,4], in which Ricoeur looks for wisdom in real-life situations by exploring different ethical 
theories as they complement each other. People can avoid the dilemma of having to choose 
between that which is considered to be good and that which imposes itself as obligatory by 
interrelating the two and making their choice or decision on the level of practical wisdom. 
Ricoeur’s thinking provides a number of concepts that are used as a listening grid in counselling 
interviews, which helps to create a structure in the client’s moral chaos or confusion. In this 
paragraph we use his view for analysis of a concrete case from our pastoral practice in the 
hospital. 
Ricoeur opens our eyes to two different ways by which people make moral decisions. One entails 
asking whether a given decision is “good”; the other asks whether something is permissible or 
even mandatory, hence obligatory in the particular situation. The first is more concerned with 
values and the intention or goal of an act, whereas the second tends to look at the norm on 
which action is based. The latter tends towards a procedural ethics with due regard to the rules 
for decision making, whereas the former tends towards substantive evaluation. Ricoeur tries to 
link the two approaches in a complementary approach, which yields a more comprehensive 
concept: that of situational or practical wisdom. 
Ricoeur distinguishes between three aspects of ethics. When judging whether something is 
ethically justified, one can ask oneself whether one can justify his action to himself, and to people 
with whom one has a meaningful relationship (i.e. significant others) and, in addition, to various 
“just”1 institutions (anonymous others, i.e. each). Ricoeur answers these three questions with the 
aid of teleology, deontology and the ethics of practical wisdom respectively. As an illustration of 
the described theory we present and comment on the case of Iris. This case has previously been 
published in a Dutch article [14]. 
Iris is 31 years old. She has been living together (unmarried) with her partner Paul for 4 years. Paul has Huntington 
disease. It is a hereditary disease, which becomes manifest around the age of 40, but can be diagnosed earlier, 
even before birth. Paul was diagnosed with Huntington at the age of 27. Paul’s mother also had Huntington and 
died from the disease. In his family his grandmother and aunt also died from Huntington. The father of Paul 
became an alcoholic because of the resulting problems. Paul has two sisters; one who also knows that she has 
Huntington, and one who has not taken a test and does not want to know if she has it. 
Iris grew up in a city and currently lives in a suburb. Both of her parents are still living. Iris was baptized and raised 
in the Roman Catholic Church. She did her first communion and confirmation before the age of 12. She rarely 
attends church, as is currently the case with her parents. She defines herself as a believer. She has a vague image 
of a personal God and the firm conviction that there is something in the afterlife. 
Five years ago she met Paul. After three weeks he told her he has Huntington disease. Total rejection by her family 
followed. Her parents advised her to break off the fresh relationship. Her brother told her she would be crazy to go 
                                                     
1 According Ricoeur ‘just’ refers to the good 
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through with it. Iris ignored the advice of her family and continued the relationship. Gradually Paul has been 
accepted by Iris’ family. Iris’ mother has become especially fond of Paul. 
Iris and Paul would like to have children or at least one child. But they absolutely do not want to have a child with 
Huntington disease. Iris and Paul want prenatal diagnosis with regard to the disorder, but Iris doubts whether she 
can take the step to abortion if her child has Huntington. She has moral objections against abortion because of her 
religious background. This was the reason for the psychologist of the Clinical Genetic Centre to refer her to the 
hospital chaplain. 
The problem is greater for Iris, because she has to make her decision almost on her own. Her boyfriend Paul was 
not raised with any kind of religion and from his view of life there is no problem with abortion. Paul leaves the 
decision to her. He shares her desire for a child, but not her reservation on abortion. From her family Iris receives 
indications that abortion to prevent the birth of a handicapped or sick child would be rejected. For that reason Iris 
does not speak with her family about her situation. She does not tell about the visits of the Clinical Genetic Centre. 
The topic was difficult enough to discuss in Paul’s family. As a result Iris and Paul hardly find an audience in their 
own circle. They have no real friends with whom they can share their thoughts and feelings about their struggle. 
The problem is urgent. If Paul wishes to see his child grow up and if the child is to experience his father in a good 
condition, they cannot postpone their wish for a child much longer. 
The problem cannot be reduced to a clash of convictions. During the first session Iris tells that she is afraid. She is 
afraid that someone will call her to account for her deed. She wants to speak with the hospital chaplain about the 
(in) compatibility of abortion with her philosophy of life. 
In this case we see all of the elements of Ricoeur’s description pass: Iris with her own beliefs, the significant others 
in her life (Paul, parents, brother, family in law) and several institutions (the church which rejects abortion, the 
health care system which enables prenatal diagnosis and abortion, the family as a cradle of morality). 
 
Teleology 
Following Aristotle, Ricoeur defines “ethical intention” as aiming at the “good life” with and for 
others, in just institutions [4]. The judgment that something is good depends on our 
interpretation of human action, which is based on the interpreters’ experiential evidence that 
their actions comply with the norm of a good life. To this end they use their acquired ability of 
deliberation (phronèsis). At an ethical level self-interpretation leads to self-esteem. 
The good life with and for others occurs when people have solicitude for one another, a kind of 
benevolent spontaneity. Here Ricoeur relies primarily on Aristotle’s concept of friendship (philia) 
which refers to disinterested friendship as opposed to friendship based on utility or pleasure, 
because the latter is directed to personal benefit. Genuine friendship implies giving and receiving 
and is based on reciprocity. 
In addition to “close others” there are “distant others” – people you don’t know and never will 
know. This variety changes the dimension of friendship into a dimension of justice. Our 
relationship with anonymous others is conducted via just institutions. Justice implies that we 
share equally in the well and woe of society. Such equality is not arithmetical but proportional, 
hence distributive justice: not egalitarianism but distribution pro-rata to capacity. 
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The focus on the good life with and for others centres on three concepts: (a) in relation to 
oneself, self-esteem; (b) in relation to significant others, solicitude; and (c) in relation to 
anonymous others, equality experienced as a sense of justice. 
During conversations between Iris and the hospital chaplain diverse elements, which Ricoeur mentions, come up. 
This happens partly spontaneously and partly because of the questions of the hospital chaplain. She scarcely brings 
forward the feeling of self-esteem. She only does so when the hospital chaplain explicitly brings it up. 
Self esteem  
Aiming at a good life for herself it is difficult for Iris to make a choice. She scarcely shows any feeling of self respect 
or self esteem. She demonstrates a degree of dependency. In the beginning she wished that the physician would 
decide what would be good for her: if necessary an abortion, based on medical grounds, “because the doctor says 
it is desirable”. During the second consultation she demonstrates a growing feeling of self esteem. 
Solicitude 
In relation to others Iris knows better what is good. She wants to spare her partner further grief and she does not 
want to involve her parents in her moral struggles. The joint desire of Iris and Paul to have children and the explicit 
wish that in this child something of Paul will survive is an illustration of their positive appreciation of the current 
life of Paul and also of their mutual friendship. 
As far as Iris views a future child as being another, she expresses mainly solicitude. She wants to prevent her child 
from having to witness the humiliating death of his father, knowing that he, the child, will come to his end in the 
same manner. As she literally states: “I want to save another from a lot of troubles.” In this case Iris’ conviction 
about solicitude is clearly rooted in her observations of experiences concerning significant others. It is not certain 
that those others have the same experiences as Iris assumes. That is not important for the conversation with the 
counsellor. The counsellor explores the convictions of Iris. 
Sense of justice  equality 
Her sense of justice is disturbed as she expects of life a reasonable balance between joy and grief, happiness and 
suffering. She emotionally resists an institution like the church that with an absolute prohibition of abortion 
imposes a kind of suffering that threatens to surpass her capacity to bear it. 
 
Deontology 
Ricoeur covers the same ground with reference to Kant, using his ethics – or rather, morality2 – 
as a sieve with which to test Aristotelian ethics. A hallmark of the Kantian concept of morality is 
the rule of universalization. 
A good life for oneself depends on good will. For Kant this pursuit takes the form of a selfimposed 
obligation based on the categorical imperative: “Act only on that maxim through which you can 
at the same time will that it should become a universal law.” To Kant, good will (i.e. good without 
qualification) and obligation are interchangeable. Ultimately those who freely choose to will the 
good are autonomous; autonomy is obedience to a self-imposed categorical imperative. 
Furthermore, for Kant a good life with and for others occurs when others are treated 
respectfully. The norm is based on both the Golden Rule as a negative formula (“Do not do unto 
your neighbour what you would hate him to do to you”) as well as a positive formula (“Treat 
                                                     
2 In Ricoeur’s thinking the term ‘ethics’ is reserved for the Aristotelian teleological line and ‘morality’ for the Kantian deontological 
line. 
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others as you would like them to treat you”). The norm of respect entails seeing others not 
merely as means, but, at the same time, always as ends in themselves. 
Applied to institutions, Kant’s rule of justice is formal and procedural. It is based on the fiction of 
a social contract, in terms of which autonomous human beings relinquish their primordial 
freedom in order to regain freedom in the form of civil liberties as citizens of a republic. 
Institutionally, autonomy continues to exist. In the 20th century these freedoms and autonomy 
were declared universal human rights. 
Kant’s umbrella concept of universalization is subdivided into three key concepts: (a) in relation 
to oneself, that of autonomy; (b) in relation to significant others, that of respect; and (c) in 
relation to anonymous others, the formal rule of justice, laid down in human rights. 
Iris lives with strong norms, but she derives her norms primarily from others and from institutions. What about a 
rule to which she might intrinsically feel obliged? Only after further questioning does she disclose norms for 
herself, which she also expects others to live by. 
Autonomy 
At the beginning of the conversation there is practically no expression of autonomy by Iris. The prescription “Thou 
shalt not kill” – which can be considered as a maxim or basic rule – plays an important role. She can hardly defend 
abortion to herself, not to speak of defending it with a view to a future child. She uses the word “murder”. 
Respect 
She respects her boyfriend, her parents as well as the future child. She threatens to get stuck in a situation in which 
her boyfriend requests abortion, her parents reject a daughter who would undergo abortion and the child could 
end up in misery. A transition to wisdom suggests itself, because she cannot please all “parties” with her decision. 
Rule of justice  Human rights 
Iris derives the right to life for her child from human rights. She is not allowed to dispose of his live. The church 
underlines the right to live with the prohibition of abortion, even in an extreme situation. Iris wants to respect this 
right to life, but it is in conflict with her perception of a right to avoid suffering. 
 
Practical wisdom 
Ricoeur continues his argumentation using the illustration of the Greek tragedy, Antigone. His 
argument shows that both Aristotelian ethics and Kantian morality may be inadequate in real-life 
situations. The word “tragedy” is instructive when it comes to Ricoeur’s notions on ethics, since 
they depict a tragic wisdom that can guide us in diverse conflicts. Conflicts arise from people’s 
characters as well as moral principles and the complexity and opacity of life. Ethics and morality 
are always applied in concrete situations that can sometimes be truly tragic. In such cases the 
only solutions are to resort to wisdom or common sense. 
Judgment in a situation is always invoked when people aim at the good life with and for others in 
just institutions. Whereas self-esteem (based on phronèsis) and autonomy had previously been 
the ethical and moral yardstick for a good life for oneself, Ricoeur integrates them: phronèsis 
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becomes a critical phronèsis, in which self-esteem is viewed critically in terms of the norm of 
autonomy and the concomitant requirement of universalization. A person has to balance acting-
in and undergoing a situation, between activity and passivity before coming to a resolute choice. 
A good life with and for significant others requires not only solicitude (Aristotle) and respect 
(Kant) but also availability or disposability (“disponibilité” – Marcel). This availability is expressed 
in others’ expectation that “I can be relied upon to do what I commit myself to do”. Ricoeur 
points out that practical wisdom sometimes requires us to ride roughshod over the Golden Rule 
out of solicitude for the other – in other words, respect for that person sometimes prevails over 
respect for the rule. Practical wisdom calls for critical solicitude concretised in commitment as a 
combination of friendship and compassion. 
What justice and goodness entail in an institutional environment can never be defined in 
absolute terms. Something this fuzziness is good and just in a political sense but may not be so 
from an economic, social or cultural angle. It always entails debate, the outcome of which cannot 
be determined scientifically or dogmatically. In advanced democracies common sense and careful 
deliberation (euboulia) –when effective– culminate in a majority vote after public debate. But 
even democratically enacted laws, however good and just their intention, do not always have the 
final say in real-life situations. Again Ricoeur resorts to Aristotle, who raises the issue of equity. 
Equity remedies justice “where the legislator fails us and has erred by over simplicity”. In real-life 
situations the universality of law can result in inequity, in which case the law has to be corrected. 
Further public debate is needed to give equity a chance if application of the rule of justice (Kant) 
or sense of justice (Aristotle) violates it. Hence, Ricoeur proposes an ethics of practical wisdom –
others speak of situational ethics– which he defines more specifically as a dialectical ethics, 
expressed in reflective equilibrium between the ethics of argumentation and considered 
convictions. His ethics is summed up by the concept of practical wisdom as applied in real-life 
situations, where it manifests itself (a) in relation to oneself in the form of critical phronèsis, 
weighing activity against passivity, which leads to resoluteness; (b) in relation to significant others 
as critical solicitude, weighing friendship against compassion, concretised in commitment; and (c) 
in relation to anonymous others (at an institutional level) as equity, weighing rules against a 
sense of justice. 
After three sessions Iris is almost ready to make a decision. She is carefully considering her options, but she is 
growing at the same time in resoluteness. 
Activity / passivity  resoluteness 
Iris presents herself as the one who has to make a decision actively, but also as a victim of the situation. She is a 
direct object in as much as she suffers from the disease of her partner. She resists against more suffering and 
endeavours to save her child from misery. In her deliberation the awareness grows that she too is a victim. That 
gives her a sense of strength in confronting circumstances that she cannot all control. 
Friendship / compassion  commitment 
In her deliberations Iris demonstrates the conflict of values between solicitude for her partner and the future baby 
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and the compassion which she will have with her genetically encumbered child. Besides that she respects her 
partner and child. For her partner friendship seems to prevail, articulated in loyalty for better and worse. For her 
child compassion seems to be the most the first priority, articulated in the will to prevent misery for an affected 
foetus. 
Sense or rule of justice  equity 
The conflict in Iris is rooted in her tie to the church that has morally educated her. Even though she is not active in 
the church and ignores a number of guidelines of the institution, in this boundary situation the influence of the 
church is stronger than Iris would like. Yet after two sessions she is inclined to test the prescriptions of the church 
on the standards of goodness and justice. In careful deliberation she questions (in religious language) whether it 
would be fair for her to have to accept even more suffering. With due respect for the rule she will in last instance 
appeal (not versus the church but versus God) to circumstances beyond her control. 
 
Summary in a “listening grid” 
From Ricoeur’s “little ethics” we derive the following scheme that serves as a “listening grid” in 
our method. 
Box 1: Ricoeur’s key concepts in regard to moral counselling 
 a good life for oneself 
(self) 
with and for others  
(other) 
in just institutions 
(each) 
value self-esteem solicitude equality 
norm autonomy respect justice 
conviction resoluteness commitment equity 
 
The case shows something of the dialectic between argumentation and conviction. The result is a decision of 
moral judgment with an inclination towards termination of pregnancy should the foetus be tested as having 
Huntington. 
 
The ethical theory of Ricoeur delivers a practical framework to account for all deliberations and 
arguments made in moral counselling. In the secondary analysis, it is possible to observe that 
some facets which might be important for a moral decision remain unexposed or underexposed. 
For a hospital chaplain who seeks to work systematically in moral counselling the theory and the 
proposed grid with keywords can be helpful in calling the attention of the client to all the facets 
of moral deliberation. 
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ROGERS’S NON DIRECTIVE COUNSELLING METHOD APPLIED 
Many caregivers –psychologists, psychiatrists, social workers and hospital chaplains– are familiar 
with Carl Rogers’s counselling method. Many people with moral problems are counselled 
according to his method. It has been our experience that following non-directive counselling 
becomes a directed approach by implementing the aforementioned grid of Ricoeur provides 
better results than an exclusive non-directive approach. We start here by summarizing the ideas 
of Rogers. 
 
Counselling following Rogers 
Rogers was innovative in centring the helping relationship on the client’s person rather than on 
the problem. That shifts the accent from the counsellor’s extraneous input to the person’s own 
drive for growth, health and adaptation. The emphasis is placed on feelings rather than 
knowledge and intellect, on present experience rather than the past. In short, the helping 
relationship is in itself a growth experience [9]. Rogers links this with an optimistic view of human 
nature, which assumes that people have a natural potentiality for learning and that the 
counsellor can help them learn by stimulating them to be independent, creative and self-reliant. 
In the process the client must realise that self-criticism and self-evaluation are more important 
than evaluation by others (including the counsellor) [15]. In a sense the client (re)gains control of 
his life. This type of helping dialogue is known as non-directive or client-centred counselling [16]. 
The counsellor offers clients a relationship that the latter can use for their personal growth. The 
counsellor’s basic attitude in forming the relationship has three elements, which Rogers 
enumerates: “These three conditions are the therapist’s congruence or genuineness; 
unconditional positive regard, a complete acceptance; and sensitively accurate empathic 
understanding” [8]. 
 
Rogers and Ricoeur 
To explore moral problems one needs more than non-directive counselling. To come at the point 
of practical wisdom one needs some directiveness. The guide for the directiveness is the grid of 
Ricoeur. It aids the counsellor in enabling a client to find an outcome. 
We consciously avoid the word “solution”, because some problems cannot be solved even 
though they require decisions. This feature is especially the case in tragic situations when each 
solution entails some loss, as in the example of abortion. Nevertheless, decisions must be made. 
The counsellor assists in decision making by interrelating the client’s values and norms and, via 
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the sieve of universalization, leading them toward a decision that may become defined as a firm 
conviction: “Here I stand, I cannot do otherwise.” 
The counsellor’s primary task is to listen to the norms and values that the client invokes in 
relation to the question or problem being faced. According to the Rogerian method, the 
counsellor tries to enable the client to engage in self-dialogue and thus probe deeper, leading to 
exploration of the client’s attitudes. Another way in which counsellors do this is by searching the 
client’s life story for the source of certain values [17,18] and norms and the resultant ideas and 
beliefs. The counsellor focuses primarily on statements by the client that contain a moral or 
ethical dimension. The counsellor then proceeds with the client to convert these into “I–
statements”. The statements clarify to the client what values and ideals the client strives for, 
what is regarded as mandatory or forbidden to him or her, and what convictions each has 
acquired from previous experience. “I-statements” at the level of values and ideals often start 
with “I want to......”, and at the level of norms with “I must....” or “I may......”. At the level of 
convictions the client frequently refers to an attitude acquired through bitter experience: “I’ll 
never do that (again)” or “I shall always…” The conviction is applied to the real-life situation and 
leads to a kind of resoluteness. Statements are usually at the level of values and norms, most 
clients putting the accent on either values or norms. Next, the statements are classified under 
the client’s direction and with the aid of the listening grid. Once the client has talked extensively, 
counsellor and client together review the listening grid and together decide whether there are 
“blank spots”3. Sometimes clients locate their values and norms mainly outside themselves 
and/or in institutions; sometimes they find these mainly in themselves and disregard the values 
and norms in society or those that pertain to the circle of their significant others. The counsellor 
invites the client to fill in the “blank spots”, for often clients do have stories about these. They do 
not chance on them spontaneously. In this respect the counsellor’s questions are guided by 
Ricoeur, while the answers are probed mainly by means of Rogers’s counselling method. 
 
Practical experience: first correction 
As noted previously, Ricoeur’s scheme was initially used primarily to analyse conversations after 
an event and, on the basis of that analysis, continue the discussion in a subsequent session. Later 
on Ricoeur’s scheme was used to help a client come to grips with the moral problem identified in 
the first contact. Many such identified problems concerned decisions about life and death. 
Clients were counselled on whether they had the right to ask for euthanasia. Patients asked 
themselves whether they wanted to continue treatment. Women discussed the question of 
abortion following the outcome of prenatal diagnostics or hereditary diseases in the family. The 
                                                     
3 The term ‘blank spot’ and the procedure we derive from the Johari window (see Luft & Ingham 1955). 
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method was also used for problems in pastoral practice. Here, clients were frequently concerned 
child rearing (see box 2) or relational issues of a highly moral quality. Both in the hospital and in 
pastoral practice, people approached the counsellor asking whether a particular choice or 
decision was good and/or correct, both retrospectively and prospectively. The counsellor tried to 
translate these questions into the question, “What would be wise in this situation?” and then 
look for an answer by interrelating goodness and obligation. The counsellor’s pastoral 
background provided the advantage of familiarity with various hermeneutic and dialectic 
methods. 
A first correction arose in situations that the counsellor wanted clients to arrive at a swift 
decision or choice or in situations in which the counsellor tried explicitly to get the client to reach 
a conclusion, goals that were not always achievable. Often, the outlines of decisions or choices 
would emerge. When a client would announce readiness to make a decision, the counsellor 
would respond by not going much further in subsequent sessions. Often the counsellor merely 
clarified the client’s values and norms and provided a (sometimes written) review of various 
values and norms as they existed in the client’s mind and feelings. Then the discussion could be 
terminated, with the unasked advice to sleep on it once more and/or a suggestion to discuss it 
again with some significant other. The latter would be easy, since the client had gained greater 
insight into her own norms and values and could raise them confidently in a discussion. 
Another correction based on practice resulted from many clients’ insistence on dealing with the 
non-rational dimension of their deliberations. The counsellor wanted to pay due attention to 
such questions and was able to draw on the ideas of Nussbaum and Brennan, which require a 
new paragraph. 
 
Nussbaum and Brennan in combination with Rogers and Ricoeur 
Nussbaum 
In developing our counselling method we became obliged to consider how people make 
decisions and choices and, thus, the relation between reason and emotion in the discernment 
process. In our experience, people facing a moral dilemma or ethical decision often have already 
(or almost) made a decision intuitively, although logically or intellectually they have not (yet) 
reached that point. Martha Nussbaum points to a way by which the condition of such certainty 
and confidence can emerge from which nothing can dislodge us; it is not reducible to logical 
arguments. Nussbaum maintains in her book Love’s Knowledge that we sometimes know things 
with certainty without sound supportive arguments [5]. In the moral domain in particular, we 
have certain convictions that are decisive for our choices or decisions, even though we are unable 
to justify these rationally. These are known as cataleptic impressions that compel assent by their 
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intrinsic nature. In this case, the compelling impressions are emotional and are so powerful that 
the superficial impact of the intellect does not stand the slightest chance against them. We come 
close to such an impression when we know for sure that we love somebody without being able to 
offer a sound reason why. 
In Upheavals of Thought: the intelligence of emotions [6] Nussbaum works this out in greater 
detail. Following Proust, who inspired the title of Nussbaum’s book, she argues that emotions are 
appraisals or value judgments4. She sees them as loci of ethics or morality. They have a cognitive, 
evaluative aspect: emotions contain a notion of human well-being and of the principal problem 
situations in human life. 
Brennan 
Brennan, too, traces ethics to emotional experience. We acknowledge his viewpoint and share 
his experience that there are people who feel indignant about the (moral) dilemma with which 
they are confronted. The indignation stems from a kind of contrast experience such as people 
may have when they say or feel that a particular situation is simply not just. It happens even to 
children – they cry: “It isn’t fair!” even to their educators, who learn from it that emotion is one 
of the loci of ethics or morality. This plaint takes us into the territory of justice and injustice [4]. 
Pronouncing something “unfair” implies a certain conception of what is “fair”. Brennan calls the 
indignation prompted by such an experience “moral perplexity” [7]; people are perplexed by the 
fact that they consider something right or wrong. They experience a particular action, omission 
or situation as morally problematic. If they had no moral standards, they would have no moral 
problems. Apart from knowledge about the issue, moral perplexity presupposes some measure 
of moral commitment and some knowledge of moral values, otherwise how could one be 
perplexed? Facts are according Brennan always judged on the basis of a moral preconception. 
Moral problems do not arise from brute facts but from an interpretation of these facts according 
to an accepted moral standard. One difficulty emerges if we assume that moral problems arise 
only in relation to previously accepted standards: we have to allow for the acceptance or 
modification of standards. The necessity for such allowance is the basis for Brennan’s concept of 
the “open-texture of moral concepts”. In his view, moral concepts and moral judgments are 
continually evolving. They acquire new moral concepts the way they learn a language: new words 
are added to their existing vocabulary, giving existing words a new tone and tinge. Individual 
schemes of moral concepts are not a rigid framework but remain an open texture. Kohlberg [19] 
underscores the possibility of the evolution of moral thought. There is always a possibility of 
growth in thinking about good and evil, permissible and impermissible, right and wrong. 
                                                     
4 The idea of emotion as a ‘significant driving force in moral judgment’ is also underscored by Greene and Haidt (2002). The 
latter elaborates it into a ‘social intuitionist model’ (Haidt 2001). 
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Brennan sees paradigmatic comparisons as a way of overcoming moral perplexity. Thus, a 
woman may consider asking for an abortion because of a hereditary or congenital disorder in her 
child (e.g. spina bifida). On the basis of a paradigmatic comparison with other disorders, she may 
then take a decision in her actual situation (e.g. by asking herself, “if the child were blind, would I 
also consider abortion?”). 
Hence, instead of looking for hard criteria of correct classification, Brennan uses implicit criteria 
deriving from what is known as a paradigmatic case. To determine whether something is morally 
good, right or permissible, he looks for a comparable case that can serve as a paradigm (example, 
model) for the present case. Brennan is conscious of abuse of casuistry [20], but he sees no other 
way than to work with paradigmatic cases. Passing a moral judgment is simply declaring that a 
given moral hypothesis is true or false with a given degree of probability. This judgment has to be 
based on “moral inquiry”. 
We are familiar with the hypothetic deductive model of scientific research. A theory emerges 
inductively, whereupon it is formulated as a hypothesis and tested deductively. Facts and 
arguments lead to a particular conclusion. In moral inquiry, the argumentation assumes a 
different form. Deductive reasoning is a dead-end street. One cannot always proceed from a 
universal law that is then applied to a specific situation. Neither can one persist in doing the same 
thing in all similar situations. In this respect Brennan anticipates Ricoeur’s concept of situational 
wisdom by acknowledging the impossibility of always proceeding on the basis of universal 
principles. Thus, like Ricoeur, he introduces a correction of Kant’s work. 
Nussbaum and Brennan in conjunction with Ricoeur and Rogers 
Nussbaum and Brennan, in particular, draw our attention to that which precedes the weighing of 
arguments. They make us realise that certain ideas, attitudes, or values precede the diverse 
norms and rules imposed on us either by ourselves or by others and social institutions. These 
ideas, attitudes, or values withstand rules, but they remain open to readjustment and correction. 
This is what Ricoeur calls a sieve that we characterise as the sieve of universalization. The client’s 
moral self-reflection – a kind of inner dialogue spoken aloud – is facilitated by the moral 
counsellor, who merely organises it and calls attention to blank spots [21]. In so doing the 
counsellor probes the person’s depths mainly by reflecting on what the client is saying at a 
deeper (attitudinal) level and encourages the client to take it further. The most commonly used 
interventions, using the categorisation system of Stiles [22], are called Reflection and 
acKnowledgment. 
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DEVELOPMENT OF A COURSE IN MORAL COUNSELLING 
In discussions with colleagues about these operational methods, we were challenged to account 
for the efficacy and utility of this approach. Thus, our next task was to convey to our colleagues 
what had hitherto been used only in our own practice– in this case, also as hospital chaplains in a 
university hospital. We designed a course in moral counselling. For strategic reasons, the moral 
counselling course was offered in conjunction with a (short) course in the Nijmegen method of 
moral case deliberation [23] since the target group was comprised of those who not only must be 
able to help clients with moral problems, but who can also participate in and even guide moral 
case deliberation between caregivers. The components of the course on the Nijmegen method of 
moral counselling included:  
 
Preparation of the course 
To enable participants to prepare for the course we compiled a syllabus comprising the following: 
• a brief description of the Nijmegen method of moral counselling. The description has also 
been published as an article in the journal of the professional group of hospital chaplains [24]; 
• an article by the colleague who was involved in structuring and conducting the course [25]; 
• an article on open interviews by Ilja Maso from the “Werkboek Practicum Interview-en 
observatie training” (Workbook Practicum Interview and Observation Training); 
• a manual on the method of moral counselling, edited by the counsellor, i.e. the first author of 
this article. Excerpts from this manual have been incorporated into this article. 
In the invitation to the course participants were given a preparatory assignment to record two 
cases: 
• a moral dilemma from the participant’s own life; 
• a case in which the participant dealt professionally with a client who had a moral problem 
that required counselling. 
 
Trial run 
In preparation for the course, trial runs were conducted with teams of five chaplains at two 
academic hospitals. The first exercise was role play to learn counselling in depth, the instruction 
being to explore moral attitudes in particular. After a theoretical clarification of both the 
counselling skills and the aforementioned listening grid, participants learned through role play to 
apply the model. One role play was of such a calibre that it was decided to use it as an 
instructional video in the eventual course (see box 2). This case was also described in a 
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publication of the two course leaders [14]. In this case the dilemma of choosing between safety 
or adapting was overcome by the concept of resiliency. 
Box 2 – instructional case 
A father comes to a pastor with a question, which he circumscribes as a moral problem. He has to make a decision 
based on norms and values, which are important to him. The pastor suggests examining the problem according to 
the Nijmegen method of moral counselling. He explains the method. After that the problem is specified: “I have to 
decide about my daughter of 5 years, whether she has to wear a biking helmet since she is soon going to be able to 
bike independently.” “What is your first intuition?” asks the counsellor. “I want her to wear one for her safety. But I 
don’t want her to be ridiculed”. The father asks out loud: “What should I decide? I want to protect her in case she 
falls, but I also want to protect from becoming an outsider in her peer group.” 
The pastor invites the father to tell more. The father tells about experiences in which his daughter was teased and 
he stood up for her. At further invitation of the pastor the father tells how he had seen, that his mother stood up 
for her children and how he self stood up for his brother. 
On the question what is wisdom in this situation the father admits that he always emphasizes safety first. He is a 
first-aid practitioner and an emergency response officer, but that one can be too concerned. The pastor confronts 
the father with the fact that he always is full of attention and solicitude for others. He asks the father what he feels 
himself. That brings the father in his puberty, where he developed a kind of resistance to the norm of his parents to 
“mind about what other people think”. In important situations he has gone his own way in life, independent of 
“what other people think”. “I want my daughter to learn that, too.” “What does that mean in this situation?” asks 
the pastor. “I think I have to help my daughter to persevere in such a situation. When people laugh because she 
wears a helmet, that tells me more about those people than about my daughter. But I think, that she is allowed to 
say to me: Dad, I can bike so well now that I don’t need the helmet any longer.” About his decision the father says: 
“I think I am almost clear. I can decide what I think is important for my child, regardless of what others think about 
that.” And: “Do you keep your child from an outsider by forcing her to conform to others. I will talk with my wife 
about it. I think we have to support our daughter and make clear that we do it in our own way. It is a challenge to 
help her become resilient in that respect.” 
 
Three-day course 
The moral counselling course was comprised of six sessions. Five of these are applied to practical 
exercises, mostly role play recorded on video and then discussed with the help of observation 
assignments based on certain analytical schemes. 
The introductory session, itself, served as a practical exercise. Initially, the free interview method 
was used to get to know one another. 
The second session focused on how people make decisions in situations where they are 
confronted with moral dilemmas, decisions or choices. Each participant presented a personal 
moral problem who then explained how it was managed or – if the problem had not yet been 
resolved – what processes were at work in the participant’s heart and mind. One observation 
that emerged was that some participants were strongly influenced by certain values or principles, 
whereas others put the accent on norms and rules. This finding provided an opportunity to 
discuss Ricoeur’s “little ethics”, focusing on values and norms as well and how to bring them in 
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relation to each other. Attention was given to the variety of perspectives one can adopt: one’s 
own, that of a significant other, and that of anonymous others. 
The third session was an exercise based on box 1: two exercises in which participants were asked 
to submit a personal problem to a counsellor. The counsellor had to classify, as far as possible, 
everything raised by the client according to box 1. The observers did the same and at the end 
they exchanged their results. 
The fourth session was aimed at enabling participants to trace blank spots. The Johari window 
[21] was presented and two participants were asked to discover a colleague’s blanks spots in a 
real-life case, using the free interview method. 
The fifth session was another role play exercise, building on the experience gained from the 
earlier role play, but this time the counsellor and observers paid special attention to 
ambivalences and contradictions between different statements. This session was preceded by a 
video lesson with the role play from the trial course. From the role play it emerged that certain 
deeply rooted experiences were ultimately decisive in a person’s evaluation of a moral problem, 
a good example of a cataleptic impression. 
The sixth session took the form of a teaching-learning discussion and culminated in the final 
exercise: a role play dealing with the termination of a moral counselling interview. 
 
Evaluation and follow-up 
Conducting the first course strengthened our conviction that the Nijmegen method of moral 
counselling is superior to methods focusing on one person only. Insights and skills gained by an 
individual proved to be transferable to other professionals, confirming the efficacy of the 
method. Participants in the first course suggested that there should be a follow-up course to 
explore the skills in greater depth. The course leaders suggested that the interim period be used 
for practice and that the follow-up course should include an interview protocol that can be used 
for analysis. The course leaders are also pastoral supervisors for Clinical Pastoral Education. By 
virtue of that they were familiar with and proficient in a method of protocol analysis developed 
to analyse pastoral interviews [26-28]. For analysis they used qualitative and quantitative 
methods and also scientific software such as Atlas.ti®. The follow-up course was duly conducted 
six months after the first one. 
The first (foundational) course led to a joint publication by the two course leaders [14], which 
served as a basis for all subsequent courses. Since then eight foundational courses have been 
offered, two of them as an in-company-training. Altogether 65 people participated. Two times 
there was a follow-up course. Participants were hospital chaplains and psychotherapists, nurses, 
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physicians, social workers and teachers in ethics. The course is now accredited and listed as a 
recognised course in the professional register of spiritual counsellors (Stichting Kwaliteitsregister 
Geestelijk Verzorgers – SKGV). 
 
CONCLUSION: RELATION BETWEEN SPIRITUAL CARE AND ETHICS 
The Nijmegen method of moral counselling can contribute greatly to quality of care. In the past, 
patients facing a difficult choice were supported mainly by providing a maximum of intelligible 
information as a result of the stipulation regarding informed consent. The Nijmegen method of 
moral counselling seeks to supplement this intake information. However, the focus is not on the 
(medical) information that must be provided to a patient. Rather, it is cantered on the person’s 
own system of norms and values. By investigating and clarifying these dimensions systematically, 
the counsellor enables patients to become more aware of arguments and intuitions on which to 
base an evaluation of the information provided. Guiding this process requires a different 
competence than that of providing intelligible information. In the ranks of health care 
professionals, hospital chaplains are the most obvious candidates for the role of moral 
counsellor. They are professionally trained in conducting helping interviews; they are familiar 
with the importance of hermeneutics and narratives in conversation; they can act as 
“disinterested listeners” and trusted figures; they are familiar with the care domain; and they 
have an innate affinity to ethics. In the professional standard of the Dutch Association of Spiritual 
Counsellors in Care Institutions (VGVZ-cahiers 2 2002), ethical counselling at the micro-level is 
listed as one of their tasks. The Nijmegen method of moral counselling is a tool designed for this 
purpose. 
The component of moral counselling enhances the pastoral counsellor’s roles by providing 
another instrument for the ethical debate in the hospital. Moral counselling can be as necessary 
for the patient as is moral deliberation for the physician [29]. Moral deliberation consists in 
dialogue, headed by a clinical ethicist, between all caregivers involved in a particular case [23]. 
The tools of moral counselling can embellish the hospital chaplain’s position in the institution. If 
hospital chaplains also explicitly present themselves as moral counsellors, it is likely they will no 
longer be called in only when spiritual or worldview-related questions are at issue, but also when 
there are moral problems. In such cases, hospital chaplains take on a “position” alongside the 
patient, in contrast to the clinical ethicist, who is primarily a moderator in caregivers’ ethical 
discussion of the case. As mentioned already, the Nijmegen method of moral counselling should 
be seen as complementing the Nijmegen method of moral case deliberation. Hospital chaplains 
who are also the institutions’ ethicists now have an additional capacity, and hospital chaplains 
who serve mostly in a pastoral or spiritual role now have additional tools complementing those 
of the clinical ethicist.  
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Abstract 
 
Background. Deciding about the organ donation of one’s brain-dead beloved often occurs in an 
unexpected and delicate situation. We explored the decision making of the relatives of potential 
brain-dead donors, its evaluation, and the factors influencing decision making. 
Methods. We used the integrative review method. Our search included 10 databases. Inclusion 
criteria were presence of the donation request or the subsequent decision process. Three 
authors independently assessed the eligibility of identified articles. 
Results. Content analysis of 70 included articles led to three themes: decision, evaluation, and 
support. We extracted results and recommendations concerning these three themes. The timing 
of the request and understandable information influence the decision. The relatives evaluate 
their decision differently: in case of refusal, approximately one third regret their decision, and in 
case of consent, approximately one tenth mention regret. The relatives are often ambivalent 
about their values (protection, altruism, and respect) and the deceased’s wishes, not wanting 
additional suffering either for their beloved or for themselves. Support is mainly focused on 
increasing consent rates and less on satisfaction with the decision. 
Conclusions. Evaluation of decision making by the relatives of potential brain-dead donors 
reveals possibilities for improving the decision process. Special skills of the requester, attention 
to the circumstances, and unconditional support for the relatives might prevent the relatives’ 
regret about refusal and unnecessary loss of organs. We hypothesize that support in exploring 
the relatives’ values and the deceased’s wishes can lead to stable decisions. This hypothesis 
deserves further investigation. 
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BACKGROUND 
Deciding about organ donation of one’s beloved, who is brain dead, often occurs in an 
unexpected and delicate situation. Recent research [1] confirms earlier findings [2,3] that more 
than one third [1-4] of the relatives regret the refusal of donation soon after the funeral. This 
causes double harm for the relatives (loss of a beloved one and regret about the decision) and 
can even lead to posttraumatic stress disorder [5]. Preventing regret of refusal is in the interest 
of the relatives and could also be in the interest of those who are on the waiting list for organ 
donation. Until now, this common interest has not been searched systematically. 
We explored the decision making of the relatives of potential brain-dead donors because the 
brain-dead diagnosis evokes more complexity than donation after cardiac arrest. Brain death 
notification produces deep sadness among family groups [6] and even disbelief in the validity of 
the diagnosis [7]. Sometimes, the relatives want to observe brain stem testing, so as to convince 
themselves that their beloved one has really died [8]. The relatives are often shocked and 
stunned [9] and are not equipped to make a decision. 
We focused on evaluative factors of this process (moral and religious convictions, empowerment, 
and autonomy) and on needs and possibilities to support relatives (decision aids, counselling, and 
advice). 
The final aim of our article was to improve the decision making in the field of organ donation, 
especially for brain dead donors. 
 
MATERIALS AND METHODS 
 
Search Strategy 
To research literature, we used the integrative review method, being the broadest type of 
research review method allowing for the simultaneous inclusion of different kinds of research to 
more fully understand a phenomenon of concern. Different ways to identify relevant literature 
and constant comparison of key concepts as part of qualitative analysis belong to this method 
[10]. We searched the literature using MEDLINE, Embase, PsycINFO, ATLA Religion Database, 
International Bibliography of the Social Sciences, Evidence Based Medicine Reviews - American 
College of Physicians Journal Club, Evidence Based Medicine Cochrane Database of Systematic 
Reviews, CINAHL, Web of Science, and PubMed, limited to English-, German-, and Dutch-
language publications from January 1, 1996, to February 1, 2011. Various search terms were used 
to fully include the relevant literature. We started searching the topic organ donation OR organ 
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transplantation. We restricted the search according to seven aspects of our research, which were 
divided afterward into three themes: (1) decision (by relatives): (a) decision and (b) family OR 
families OR relatives OR proxies OR next of kin; (2) evaluation (a) for the ethical dimension: moral 
OR morality OR ethical OR ethics, (b) for the religious and spiritual dimension: religion OR 
religious OR spirituality OR spiritual, (c) for empowerment, autonomy, or consent: empowerment 
OR autonomous OR autonomy OR consent, and (d) for regret: regret; and (3) support: support OR 
counsel* OR consultation OR consultant OR advice. 
 
Inclusion and Exclusion Criteria 
We had collected seven databases when one of the previously mentioned combinations was 
found. We combined these databases and removed 4874 duplicates. Our first inclusion counted 
9173 publications. We excluded publications that had not been published in (peer reviewed) 
journals, as well as all editorials, comments, letters, opinions, abstracts, and short messages. We 
excluded articles about nonsolid organs (“cornea”, “tissue”, “bone marrow”, or “blood “) and 
about “living donation”. Articles were also excluded if they mentioned only legal, political, 
organizational, or ethical aspects directed to organ procurement or medical aspects directed to 
preservation and transplantation of organs. Furthermore, we excluded all articles about 
populations other than the relatives of eligible donors (for instance, attitudes of people/students 
toward organ donation), articles of local interest, and articles exclusively directed to children and 
to non–heart beating donation. 
 
Included Articles 
From the 9173 articles retrieved in the first search, the first author was left with 137 possibly 
relevant articles for inclusion using title and abstract. References of these articles revealed 29 
missing potentially relevant articles. W.S. reviewed the originally excluded articles based on title 
and abstract to prevent false-negative choices, finding one such choice. 
After reading the full text (a total of 167 articles), it was decided by consensus of J.d.G., W.S., and 
E.v.L. that 97 articles did not meet the criteria for inclusion, namely, the donation request or the 
following decision process. J.d.G. and E.v.L. independently reviewed the full text articles and after 
the integrative review method [10] – divided them into empirical, theoretical, and practical 
articles. Articles with a description of a (new) practice with a comparison of numbers before and 
after the practice were classified as empirical. 
The final sample included 70 articles (Fig. 1): 50 empirical, 15 theoretical (only based on 
literature), and 5 practical articles (with a description of practices and suggestions to improve 
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care for potential donors and relatives). The empirical articles included a wide variety of study 
designs, and at times, we found more articles about the same data. 
Authors reached unanimity by discussing the content of the publications, thereby identifying 
three themes: decision (D), evaluation (E), and (needs for) support (S). This content analysis made 
our focus more clear and seemed afterward appropriate to divide our search terms as we did. 
A data collection form was used to extract information about year and place, setting, type of 
article (empirical, theoretical, or practical), research method or professional field, number of 
respondents or reviewed articles, and results or recommendations concerning the three themes 
mentioned earlier. The results are presented in three tables, divided according to the type of 
article (Tables 1-3) and a figure with (sub)themes (Fig. 2). 
 
Figure 1: Search strategy 
 
 
RESULTS 
 
After the integrative review method [10], we made a content analysis of the 70 included articles, 
resulting in three themes: decision (making), evaluation, and (need for) support. 
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Decision 
Empirical research was used to examine decision making, which revealed that, because of 
exhaustion, nearly half of the families refuse to donate [11]. Some of the families try to avoid the 
request by regarding “no“ as a nonresponse [12]. In case of brain dead, it is estimated that one 
third of the families desire more information but are afraid to ask [13,14]. It would therefore be 
valuable for physicians to check the understanding of the information that they have given [15]. 
Combined with the limited ability to understand information and ask pertinent questions [7,16], 
the relatives are not well equipped to make a stable decision, meaning a decision that will not be 
regretted afterward. Nevertheless, most families state to have no objection to being asked about 
organ donation [17] 
Initial decisions are rarely withdrawn [18]. Frutos et al. [19] suggest to discuss the option of 
donation more than once with relatives who initially refuse or are unsure. Apart from that, the 
relatives should have the opportunity to spend time with their loved one and to “say good-bye” 
[7,15,20]. Collaborative requesting –where a donation request is made jointly by the patient’s 
physician and a transplant coordinator– is recommended [21,22] but does not always lead to 
more consent [23]. 
Receiving understandable information is the strongest predictor of consent [4]. DeJong et al. [3] 
suggest not to start a request before the relatives have understood that brain death is dead and 
have had the opportunity to realize that their beloved is dead. This is memorized as “decoupling” 
and recognized as the “best practice” in various studies [24–26]. Other studies are less pertinent 
on this issue [16,27–31]. Moreover, this best practice is not standard in the Netherlands [32]. 
Marks et al. [33] suggest an “appropriately timed” request, which is the moment when a family is 
ready to make end-of-life decisions. 
 
Evaluation 
To review the evaluation of the decision, we used empirical and theoretical articles.  
 
(Dis)satisfaction About the Decision 
Several articles demonstrated dissatisfaction with the decision. In 6% to 14% of the cases [1–
4,27,34], there is regret about consent [34]. One study discovered hardly any relatives with 
regret, neither in the donor group nor in the nondonor group [28]. All other articles that studied 
relatives of nondonors reveal that at least one third of them –up to 42% [4]– indicated that they 
would change their minds if given the opportunity [1–3]. 
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Influencing Factors 
Several factors may influence the decision. Some of them are modifiable, such as timing 
[21,22,31,35,36], giving time [1–3,5,9,15,16,18,20,21,26,28,34,35,37–39] to deliberate in a 
private room [3,16,18,26,29,35,36,39,40], (satisfaction with) quality of care [3,29,34,41–43], and 
empathic or sensitive request [3,5,12,13,15,31,44]. Other factors are scarcely or not modifiable, 
such as demographic factors (sex, age, and race of donors and relatives) [31,45,46] or prolonged 
stay in the hospital [30,47], circumstances or cause of death [29], or the fact that relatives are 
uncomfortable with having to decide for the deceased person [12,48]. 
Religious Values 
Spirituality and religion as explanation for the differences in willingness to donate organs are 
often mentioned in surveys [2,15,29,42,46] but less as a bedside answer [49]. Refusal based on 
religion or ethnicity is rare [15, 21,28,48,50] (<1% [33]), and religion is scarcely mentioned as a 
reason for donation [30], although most religions are in favour of organ donation [40,46]. 
Relatives’ Values 
The relatives’ values, such as protecting [28,51,52] and respecting the body, seem more 
important than acting in the spirit of the deceased [49]. There is fear that the body would be 
disfigured [6,11,41,45,51,53,54] by surgery. The relatives believed that their beloved had already 
experienced so much [45,51,54,55] or would experience more by removing the organs [31,55]. 
The relatives seem to be concerned about the wholeness [21,29,55] and integrity [29] of the 
dead body because this is the most frequently reported reason for declining donation [51). They 
wish to keep the body intact [11,21,26,51,54,55]. Moreover, respect is an important value 
because relatives sometimes refuse donation because they observe a lack of respect for the 
deceased by the hospital staff [29]. Values as altruism, that is, the desire to help others through 
donation [11,30,42], and “gift of life “ [28,51] are important but not sufficient. The gift of life is 
frequently considered by the relatives to be a “sacrifice” [51,54,56]. Financial incentives did not 
influence the decision very much, [57] except funeral aid [34,58]. 
 
Deceased’s Wishes 
Respect for the deceased’s wishes is an important value [1–3,9,11–13,21,26,29,34,37,54,55]. It 
was more likely that the grief process had been adversely affected, when the relatives did not 
follow the deceased’s wishes [9,16,28]. More than a quarter of the relatives who regretted 
having refused donation had actually gone against the deceased’s favourable donation wishes at 
the time [1]. 
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Refusal and possible regret are frequently correlated with “not knowing the deceased’s wishes“ 
about donation [1,3,13,21,29,50,54,59]. When the deceased’s donation intentions are unknown 
[9,38], disagreement between relatives [6,11,31,38,50,51] is most likely to contribute to a 
donation refusal. Health care professionals experience this disagreement as tragic [26]. 
If health care professionals emphasize the wish of the deceased, known from a donor card or a 
driver’s license, the relatives agree with donation [60,61], but different opinions occur on the 
mandated choice [60–62]. The presumptive approach [22,63] is criticized [57,64], as well as the 
dual advocacy [64] role of the requester, although this dual advocacy is seen as a condition for a 
stable decision [27]. 
 
Support 
The aim of support mentioned in empirical and theoretical articles is “to maximize the 
opportunity to persuade families to donate their relatives’ organs“ [41] but may neglect the 
potential negative effect of the organ request on the future mental health of relatives [5]. In this 
review, we found most of the support directed to benefits that accrue to recipients of transplant 
organs [65]. 
Kinds of Support 
The need for support is differentiated: emotional, instrumental, informational, contextual, 
behavioural, environmental, and spiritual [4,15]. Emotional support is defined by behaviours such 
as listening, reassurance, demonstration of understanding, acceptance and nonabandonment, 
and physical touch [4]. Frequent medical updates and the belief that the medical staff expressed 
genuine care for the patient [42] are perceived as a kind of emotional support [15]. Support of 
family, friends [2,66], or peers [7,15] is recommended during and after the decision as 
“translators” or intermediaries, interpreting or asking for information on behalf of the family 
[15]. Instrumental or environmental support was measured by meeting physical needs for 
comfort [4,15], such as providing a private room [15,29,39]. 
Informational support addressed understandable information about organ donation and brain 
death [3,40,47,56] as well as having enough time to make an informed decision [1,4,5,15,28,34], 
although it is impossible to quantify how much time would be enough [6]. 
Other kinds of support mentioned in empirical, theoretical, and practical articles are 
bereavement support [9,13,26,55,66,67]; support in communication [14,43,68] and information 
[4,15]; support in coping [15]; emotional, spiritual, and physical support [4,15,39,69]; and the 
family support liaison program [25]. Requesters are trained in sensitive and emotionally 
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supportive communication to be effective in gaining consent for donation [36,69], using models 
of behaviour change directed to readiness for donation consent [70]. 
Support and Stable Decision 
Empirical and theoretical articles do not mention explicitly the need for support in making a 
stable decision. At the time of deciding, relatives might be too shocked to ask for help [13]. 
Generally speaking, health care professionals know nothing about the stability of the decision. 
Physicians rarely ask for motives for refusal, and relatives do not always openly express these 
motives to the health care professionals [12,31]. 
Some practical articles recommend an independent counsellor [64,67] to support the relatives 
during the extended stay in the hospital. For this support, chaplains [39, 68], psychologists [67], 
social workers, mental health or counselling professionals, and nurses are mentioned among 
others [14]. One suggests providing intensive emotional and informational support by a family 
support counsellor [67], family communication coordinator [14,43,68], or family support liaison 
[25], who serves the interests of the potential donor and the family. All these programs lead to 
more consent, without measuring relatives’ satisfaction with their decision. 
Some articles mention a multidisciplinary approach [39,44] or a huddle approach for the relatives 
[22,31,33,71,72], more directed to consent than to a stable decision. Only the support in making 
an informed choice [1] and the family support service including a family support counsellor [67] 
are explicitly directed to empowerment of relatives and a stable or autonomous decision. 
In recent literature, we scarcely find the suggestion of offering relatives a kind of coaching, 
decision aid, or counselling to make the right decision. One older review [73] refers to Pittman 
[74], who “advocates for support groups or other counselling services for the donor families” 
[73]. His suggestion has not been followed up broadly, leaving the family members to make the 
decision unaided [9], which is especially difficult without the explicit knowledge of the wishes of 
the deceased [55]. Researchers suggested insisting on sharing donation wishes before and 
organizing public awareness programs directed to that topic [1,18,46], but these campaigns have 
not been very effective [58] so far. 
 
DISCUSSION 
The main findings of our study are threefold. First, the timing of the request and understandable 
information influence the decision. Second, the evaluation of the decision is different for those 
who consent than for those who refuse; the first group regrets less (±10%) than the second group 
(> 33%). The relatives are scarcely able to make a well-considered decision because of the 
confusion about everything that is happening to them (sudden death of a beloved, understanding 
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brain death, and not knowing the deceased’s wishes), which could lead to disagreement among 
them. The relatives are often ambivalent in their values and in following the deceased’s wishes, 
not wanting additional suffering either for their beloved or for themselves. Third, the aim of 
support is mainly focused on increasing consent rates and less on satisfaction with the decision. 
These findings lead to a discussion on two topics: the method and ethical considerations 
 
Strength/Limitations 
A strength of this study according to the integrative review method is the inclusion of different 
types of articles (empirical, theoretical, and practical). The multiple perspective is also important, 
with a rarely seen combination of categories: medical, organizational, psychological, 
anthropological, ethical, and religious. The overview over all continents is strong yet at the same 
time weak: comparisons between countries are difficult to make because of differences in 
legislation, culture, and opinions about the best practice and the timing of request. Our study has 
other limitations as well. Results may be biased by the fact that fewer data about nondonors are 
available than those about donors. In general, it is difficult to get in touch with the relatives of 
nondonors [75], so we know less about their considerations. We restricted our search to English, 
German, and Dutch. Studies mentioning growing consent rates do not evaluate relatives’ 
satisfaction with their decision. Thus, growing consent rates cannot automatically be explained 
by a supposed conversion of relatives who are inclined to refuse. 
Ethical Considerations 
Looking at the results from an ethical point of view, we observed two approaches. There is a 
utilitarian approach which is directed to procurement of organs that can be “used”, with only 
little emphasis on the grief of a newly bereaved family [65]. There is also an approach that 
emphasizes individual autonomy. Requesters leave the relatives alone in their decision and do 
not ask for motives for refusal [12]. A plea could be made for a third approach because autonomy 
requires more than mere freedom from interference. It requires that one’s relationships with 
particular individuals and institutions be constituted in such a way as to give one genuine 
opportunities for choice [76]. This relational autonomy [77–81] refers to the relationship 
between the patient and those who are significant for him [82], as well as to the relationship 
between the health care professional and the patient or relatives, which leads to empowerment. 
This empowerment approach has not received enough attention in the reviewed articles, 
although this could be justified by the helplessness of the relatives, a situation that regularly 
seems in the tragic situation of a donation request.  
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Figure 2: Themes and subthemes of this review 
 
 
CONCLUSIONS 
Evaluation of decision making by relatives of potential brain-dead donors reveals possibilities for 
improving the decision process. Special skills of the requester, attention to the circumstances, 
and unconditional support for the relatives might prevent relatives’ regret about refusal and 
unnecessary loss of organs. We hypothesize that support in exploring the relatives’ values and 
the deceased’s wishes can lead to stable decisions. This hypothesis deserves further 
investigation.  
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Table 1: Empirical studies 
1st author 
year 
country 
 
research 
method 
no studied 
 
results/recommendations 
concerning D(ecision), E(valuation) or S(upport) 
Andres 
2009[47] 
Spain retrospective 
interviews by 
transplant 
coordinators 
146 eligible 
donors 
DCD 47 
DBD 99 
D: Refusals: cardiac death 4%, heart beating 24%. 
E: Beating heart negatively predisposes towards 
donation. 
Anker 
2010[53] 
USA face to face 
interviews 
102 organ 
procurement 
organisations 
D: 4 categories of barriers to donation: deceased’s 
wishes, structural barriers, unsupportive belief system, 
lack of education. 
Baran 
2009[48] 
Canada retrospective 
multicentre 
study 
questionnaires 
for nurses 
103 
nondonors 
119 donors 
D: Knowing the wishes of the deceased person 
influences the family: more refusal when wishes are not 
known. Refusal based on religion or ethnicity is rare.  
Blaes-Eise 
2009[27] 
Germany questionnaires 
for relatives 1 
year after 
donation; 
meetings for 
relatives 
406 persons 
of 279 donor 
families 
 
D: Goal of family interview is a decision without regret. 
E: Death gets meaning: “He helped other people”; “A 
part of him survives”; decoupling does not seem 
necessary. 
S: transplant coordinator has double role: advocate for 
relatives of donor and for patients on waiting list. 
Blok 
2005[24] 
Neth. longitudinal 
satisfaction 
survey – 
questionnaires 
79 – 184 
relatives of 
donors 
D: Future interventions may be more effective if macro-
oriented and regulatory policies are combined with 
competence-based educational programmes. 
E: Decoupling is appreciated by most relatives; 
dissatisfaction when relatives had the impression that 
“only the organs were important.” 
S: relatives should be offered the opportunity to say 
goodbye after the donor operation. 
Brown 
2010[21] 
USA - TX data of organ 
procurement 
organisations 
(medical charts) 
retrospective 
827 eligible 
donors  
- 471 consent 
- 356 refusal 
D: Declining donation mostly based on patient’s 
previous wishes. 
E: Satisfaction about decision when relatives have 
information about the patient's wishes. 
S: Emphasises collaborative requesting. 
Burroughs 
1998[2] 
USA MO telephone 
interview - 
retrospective 
225 eligible 
donors 
159 consent 
66 refusal 
E: Making this decision alone is difficult, leaves people 
with less confidence and comfort in their decision; more 
than one third of nondonors would decide differently; 
satisfaction was predicted by comfort and confidence 
during the decision-making process, familiarity with 
medical centre, and understanding of brain death.  
S: Individuals should be encouraged to seek the help of 
family and friends during and after the decision. 
Christmas 
2008[60] 
USA 
NC/SC 
medical charts - 
retrospective 
104 eligible 
donors 
53 consent 
D: DMV designation for organ donation increases the 
yield of consent. Even though the donation is expressed 
as the desire to honour the patient's wishes, 20% of 
families ultimately denied consent for donation.  
Cleiren 
2002[16] 
Neth. structured 
interview with  
open questions 
as well - 
retrospective 
95 bereaved 
who lost 
relatives in 
ICU 
- 36 donors 
- 23 refusals 
- 36 not 
approached 
E: Participating in an organ donation procedure does not 
influence detachment and depression after the loss. 
Dissatisfaction with hospital care was associated with 
symptoms of depression and grief. Decoupling has no 
influence on bereavement. 
S: During the stress around the death, many bereaved 
are not able to process the information given by the ICU 
staff; privacy and time to discuss are desirable. 
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Table 1: Empirical studies 
1st author 
year 
country 
 
research 
method 
no studied 
 
results/recommendations 
concerning D(ecision), E(valuation) or S(upport) 
DeJong 
1998[3] 
USA MA structured 
telephone 
interview - 
retrospective 
184 relatives 
-102 donor  
- 62 nondonor 
D: Factors associated with consent for organ donation: 
beliefs and attitudes about organ donation, deceased's 
wishes about donation (un)known, relatives' satisfaction 
with hospital care, aspects of the request, and 
understanding of brain death. 
E: One third of the relatives who refused donation, 
would not make the same decision again; decoupling is 
advised. 
S: In many cases trust between the family and 
healthcare providers was never established, leading the 
family not to donate; hospitals should implement a 
family communication plan.  
Exley 
2002[28] 
USA CO questionnaire 
Likert scales & 
open-end 
300/545 
donors 
39/201 
nondonors 
D: Predictor of consent is the belief that the deceased 
would live on.  
E: Decoupling leads to less consent! 
S:Donors and nondonors need more time to be with 
their loved ones and to decide about their options. 
Franklin 
2009[25] 
USA KY analysis of 
organ donor 
reports - 
retrospective 
1441 donors E: Decoupling is advised. 
S: Family liaison programme enhanced conversion rate 
up to 97%. 
Frutos 
2002[19] 
Spain analysis of 
reports about 
family 
interviews - 
retrospective 
248 eligible 
donors; 
responses 
divided into 
acceptance 
for donation, 
refusal and 
indecision 
D: Waiting for the presence of relatives considered to be 
the main decision makers. 
S: Discuss option of donation with families who initially 
refuse or are unsure.  
Jacoby 
2005[15] 
USA NY retrospective 
focus group 
study  
11 donors 
(2,4,5) 
5 refusals (2,3) 
S: Support of relative or friend may lead to increase in 
consent; support can be given in 6 domains: contextual, 
behavioural, informational, emotional, environmental, 
spiritual. 
Jacoby 
2010[4] 
USA CA telephone 
interview –  
structured 
questionnaire  
retrospective 
199 relatives 
- 154 consent 
- 45 
nondonors 
E: Nondonors described their decision more often as 
very difficult; regret of decision: 10% (donors) vs 43% 
(nondonors). 
S: 3 dimensions of support: emotional, instrumental, 
informational; receiving understandable information 
about organ donation was the strongest predictor of 
consent. 
Kesselring 
2007[5] 
Switzer-
land 
questionnaire & 
interview – 
retrospective; 
methods see 
Kiss 2007 
33 brain dead 
patients 
40 relatives  
- 31 consent 
- 9 refusals 
E: Organ-focused behaviour of professionals and an 
ambivalent decision-making style of relatives as risk 
factors for traumatic memories.  
Kiss 
2007[83] 
Switzer-
land 
questionnaire & 
interview - 
retrospective 
not 
mentioned; as 
Kesselring 
2007[45] 
E: Difficulties with request for research of relatives of 
potential organ donors.  
S: Result of research changed practice – follow-up 
contact with ICU staff and all relatives of potential organ 
donors after six months. 
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Table 1: Empirical studies 
1st author 
year 
country 
 
research 
method 
no studied 
 
results/recommendations 
concerning D(ecision), E(valuation) or S(upport) 
Lloyd-
Williams 
2009[44] 
UK face-to-face 
interviews; 
retrospective 
29 relatives of 
brain dead 
patients 
22 consent 
7 refused 
E: Staff training on how to communicate bad news is 
required.  
S: Families should be offered support of a palliative care 
team.  
 
Long 
2006[37] 
UK prospective 
longitudinal 
study; 
interviews after 
bereavement 
46 relatives of 
43 donors; 
3 relatives of 
nondonors 
E: Methods of communicating are needed: relatives are 
cognitively and emotionally poorly equipped to respond. 
S: Better information-sharing techniques (like visual 
means) can help families to make decisions with which 
they feel comfortable and confident. 
Long 
2008[8] 
UK interviews – 
secondary 
analysis 
22 relatives of 
16 donors 
E: Relatives and healthcare professionals are confronted 
with a “paradoxical death”: contrary to conventional 
opinion; some relatives wanted to observe brain stem 
testing. 
Lopez 
Martinez 
2008[20] 
Spain semistructured 
interviews 
relatives of 
6 consent 
3 refusals 
D: Two heuristics guide family decision: the explicit or 
inferred will of the deceased and family attitudes to 
organ donation. 
E: The decision is influenced by the will of the potential 
organ donor, knowledge of donors and recipients, and 
previous attitudes of relatives and the potential donor 
to donation. 
Manuel 
2010[7] 
Canada unstructured 
interviews - 
retrospective 
5 relatives E: 5 themes were identified: the struggle to 
acknowledge the death, the need for a positive outcome 
of the death, creating a living memory, buying time, and 
the significance of support networks. 
Marks 
2006[33] 
USA WA annual report 
 
 S: Effect of the Organ Donation Breakthrough 
Collaborative. Best practices for improved consent, 
including revised approaches to minority participation, 
timing of requests and team design.  
Martinez 
2001[29] 
Spain  68 cases 
-50 consent 
-18 refusals 
D: Factors that influence the decision: knowledge about 
the deceased's wishes, family relationship climate, 
satisfaction with medical attention, number of relatives 
present at the consent request, providing continuous 
information about patient’s condition. 
E: Stress produced by the request can have positive and 
negative effects, depending on (1) the main deciders' 
inclination towards donation, (2) their knowledge of the 
potential donor's will and (3) the coordinator's 
justification of the eventually added time pressure. 
S: Acceptance of the relative's death is a condition to 
address the donation request, accelerated by 
encouraging the relatives and friends to talk about the 
deceased, to share memories, and by a farewell ritual 
that publicly sanctions the new situation. 
Merchant 
2008[52] 
Canada 
BC 
questionnaires 
about 
depression, 
PTSD and 
bereavement – 
retrospective 
73 relatives of 
donors 
D: Decisions are more influenced by friends and family 
than by healthcare professionals. 
E: The wish to meet the loved one's wishes, to have 
something useful as a result of the death and to help 
other people; donation has a beneficial effect on the 
bereavement process; relatives feeling negative aspects 
about donation showed more symptoms of PTSD. 
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Table 1: Empirical studies 
1st author 
year 
country 
 
research 
method 
no studied 
 
results/recommendations 
concerning D(ecision), E(valuation) or S(upport) 
Muthny 
2006[30] 
 questionnaire of 
physicians - 
retrospective 
105 consent 
48 refusal 
D: The presumed wishes of the deceased person 
influenced the decision; chief motive for consenting was 
altruism, refusal was usually due to failure to accept the 
death of a loved one. 
E: Decoupling does not seem necessary. 
Robbins 
2001[70] 
USA RI telephone 
survey - 
retrospective 
169 relatives 
- 136 donors 
- 33 
nondonors 
D: Relatives who never thought about donation are less 
inclined to it.  
S: Continue to pay attention to ambivalence of relatives. 
Rodrigue 
2006[31] 
USA FL telephone 
interview - 
retrospective 
285 relatives 
- 147 donors 
- 138 
nondonors 
D: Shared donation intentions with others and positive 
beliefs about organ donation increases consent; 
disagreement between relatives increases refusal. 
E: decoupling has no influence on decision. 
Rodrigue 
2006[57] 
USA FL telephone 
interview - 
retrospective 
 
561 relatives 
- 348 donors 
- 213 
nondonors 
E: For nondonors financial incentives would have made 
a difference in their decision. No support for presumed 
consent. 
Rodrigue 
2008[1] 
USA FL telephone 
interview - 
retrospective 
285 relatives 
-147 donors 
-138 
nondonors 
E: 94% of relatives of donors would make the same 
decision, as 64% of nondonors would. Regret among 
nondonors when relatives had more favourable 
transplant attitudes, had the first donation discussion 
with a non-organ procurement organisation 
professional, were not told of their loved one's death 
before this discussion, did not feel to have had enough 
time to decide, had not discussed donation with family 
members and had not heard a public service 
announcement about organ donation. A quarter of the 
nondonors had gone against the deceased’s favourable 
donation wishes. 
Rodrigue 
2008[38] 
USA FL telephone 
interview - 
retrospective 
relatives 
-147 donors 
-138 
nondonors 
D: Disagreement about the donation decision occurred 
in one third of cases, contributing to donation refusal 
when the deceased’s donation intentions are unknown, 
when relatives are less satisfied with the health care 
team, and when more family members and friends are 
invited to weigh in on the donation decision.  
Roza 
2010[34] 
Brazil cross-sectional 
survey; 
questionnaire 
relatives 
69 families of 
donors 
D: The intent to donate organs may be based more on 
moral and cultural factors that go beyond the family 
members’ knowledge about the donation process per 
se. Funeral aid benefit influences consent rates 
positively. 
S: More time discussing donation and transplantation 
with the families increases consent for donation. 
Sanner 
2007[12] 
Sweden face-to-face 
interviews - 
retrospective 
19 cases with 
interviews 
with physician 
and relatives 
D: Only healthcare professionals with a prodonation 
approach received consent for donation; the living will 
of the deceased is the most important factor for 
decision; the main argument for consenting was that the 
deceased had been a generous and helpful person, so 
donation would be in line with his/her personality. 
S: relatives need support to be able to express their 
immediate reactions of uneasiness, accept that the 
question was raised, and understand the death criteria. 
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Table 1: Empirical studies 
1st author 
year 
country 
 
research 
method 
no studied 
 
results/recommendations 
concerning D(ecision), E(valuation) or S(upport) 
Seth 
2009[50] 
India prospective relatives of 33 
potential 
donors 
-16 consented 
-17 nondonors 
D: With a highly motivated and trained medical team 
and an effective awareness programme, India is able to 
achieve organ donation rates similar to those in 
Western countries. 
Siminoff 
2001[18] 
USA PA interviews with 
1207 healthcare 
professionals 
engaged in 588 
requests - 
retrospective 
1797 
interviews; 
588 cases;  
D: Family’s initial response to the donation request is a 
strong predictor for donation decision.  
E: Families should be encouraged to take their time 
making the decision; discussing funeral arrangements 
was associated with more consent. 
S: Sufficient time should be spent on educating families. 
Siminoff 
2001[41] 
USA  
PA & OH 
open end and 
(semi-) 
structured 
home 
interviews – 
retrospective 
420 (of 596) 
relatives of 
eligible donors  
D: Prerequest variables are significant determinants of 
donation; the best time and person to approach families 
is not clear. 
E: Relatives are more likely to donate if they accept that 
a request will be made. 
S: Conversations with organ procurement organisation 
staff were crucial to the donation decision; when 
mentioned that donation could help others, families 
were more likely to donate. 
Siminoff  
2002[59] 
USA  
PA & OH 
open end and 
(semi-) 
structured 
home 
interviews - 
retrospective 
360 (of 596) 
relatives of 
eligible donors 
> 16 year 
D: Relatives who did not know patient’s wishes were 
more likely to refuse organ donation. 
E: Knowledge of a patient’s preference makes the 
decision easier for families, results in satisfaction with 
the decision and increases likelihood families will 
donate. 
Siminoff  
2007[11] 
USA  
PA & OH 
open end and 
(semi-) 
structured 
home 
interviews – 
retrospective 
420 (of 596) 
relatives 
- 239 donors 
-181 
nondonors 
D: Three intercorrelated reasons for consent: altruism, 
knowing that the patients wanted to donate, and 
donation as a coping strategy. 
S: Supportive emotional care for relatives, reassurance 
and information about the donation process encourage 
donation. 
Siminoff 
2009[69] 
USA OH nonrandomised 
repeated 
measures 
design 
 
17 hospitals 
relatives of 
502 potential 
donors 
22 transplant 
coordinators 
134 cases 
before 
intervention; 
325 cases 
after 
D: Consent rates increased after training on effective 
relational and effective communication techniques.  
S: The training equipped coordinators with 
communication techniques for providing “psychological 
first aid” to family members and for skilfully requesting 
donation; a definitive test of the training is needed to 
confirm the effectiveness. 
Sotillo 
2009[6] 
Vene-
zuela 
retrospective 
analysis of 
family 
interviews 
n=186 
- 116 consent 
- 70 
nondonors 
D: 5 reasons for family denial: absolute denial, family 
disagreement, uncertainty about the destination of the 
donated organs, fear about deformation of the donor's 
body, and lack of acceptance of brain death. 
E: It was impossible to quantify the time needed by 
families to understand and accept brain death and to 
identify the grief sequence in order to avoid family 
refusals. 
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Table 1: Empirical studies 
1st author 
year 
country 
 
research 
method 
no studied 
 
results/recommendations 
concerning D(ecision), E(valuation) or S(upport) 
Sque 
1996[55] 
UK narrative 
interviews 
24 relatives  
of 16 donors 
E: Proposal of model of “dissonant loss” that considers 
experiences of relatives as a result of a dialectic process 
of a series of conflicts and resolutions.  
Sque 
2005[13] 
UK interviews & 
psycho-metric 
measures - 
longitudinal 
49 relatives 
-46 donors 
-3 nondonors 
D: Four categories influenced families' consent for organ 
donation: knowledge of the deceased's donation wish, 
family views about donation, giving meaning to the 
death and events in the hospital perceived as positive or 
negative. 
Sque 
2006[54] 
UK/USA review 
interviews 
letters of 
relatives to 
recipients 
 
letters of 
relatives to 
organ 
procurement 
organisation 
interviews 
24 relatives  
of 16 
donors[55]; 
written by 333 
relatives to 
recipients 
written to the 
NDFC by 
relatives of 
donors[84]; 
47 relatives of 
41 donors[85]. 
E: The donation event is better represented as a 
“sacrifice” than as a “gift”, while this discourse 
acknowledges the suffering of the bereaved family and 
the possible difficulties in their decision-making ; the 
term “sacrifice” explains the high refusal rates in 
populations that appear generally aware of the benefits 
of organ donation.  
S: The relative importance of “gift of life” or “sacrifice” 
to families when making decisions could improve 
support to families and increase the incidence of 
donation. 
Sque 
2008[51] 
UK qualitative 
interview 
study - 
retrospective 
26 relatives 
who declined 
donation of 23 
deceased 
individuals 
D: Wholeness and integrity of the dead body was the 
most frequently reported reason for declining donation. 
Steed 
1998[9] 
Australia review and 
semi-structured 
interviews 
20 relatives 
2 txc 
E: Factors that influence the bereavement process 
among relatives are: being able to carry out the 
deceased person’s wishes, the manner in which they 
were approached, their ability to accept the notion of 
brain death, the manner in which they were permitted 
to say farewell to their loved one, their treatment by 
medical staff, the receipt of conflicting information from 
sources external to the hospital, the receipt of 
acknowledgment from the recipient, and the provision 
of follow-up services. When these issues have been 
dealt with, the grieving process is not complicated by 
the decision to donate. 
Stouder 
2009[66] 
USA CA written survey relatives 
n=170 (of 945) 
only donors of 
organs or 
tissues 
E: Relatives agreed to donation so that something 
positive could result from their loss. 
S: Family support was the most helpful thing in dealing 
with grief, followed by the support of friends and 
religious and cultural beliefs.  
Thomas 
2009[26] 
Australia in-depth 
interviews with 
relatives; face-
to-face or 
telephone 
interviews with 
healthcare 
professionals 
 
17 relatives of 
13 donors; 
25 healthcare 
professionals 
D: Key factor to donate was prior knowledge of the 
deceased’s donation wish; campaigns should encourage 
people to discuss donation rather than urging people to 
sign donor registers. 
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Table 1: Empirical studies 
1st author 
year 
country 
 
research 
method 
no studied 
 
results/recommendations 
concerning D(ecision), E(valuation) or S(upport) 
Van Leiden 
2010[45] 
Neth. chart review 1864 potential 
donors for 
who the 
donor register 
was consulted 
D: In cases where the donor register indicated that 
relatives had to decide, the refusal rate was lower than 
in the absence of a registration. In 6% of the cases 
where the donor register recorded donation consent, 
relatives still refused donation.  
S: The higher refusal rate of older potential donors 
means that this group should receive more information. 
Wellesley 
1997[17] 
UK questionnaire - 
retrospective 
37 relatives of 
potential 
donors 
E: Most relatives of potential organ donors would not 
have minded being asked about organ donation 
following a sudden death. 
Yong 
2000[49] 
China 
Hong 
Kong 
prospective and 
retrospective 
data analysis 
435 potential 
donors (tissue 
and organ) 
E: Discrepancy between survey and bedside decisions. 
Young 
2009[23] 
UK randomised 
controlled trial 
79 ICU’s 
201 relatives: 
- 100 routine  
- 101 collabor 
D: No evidence for an increase in rates of consent when 
collaborative requesting was used in place of routine 
requesting by the patient's clinician.  
S: It seems more effective to increase consent rates to 
focus on the “long contact” technique. 
 
Table 2: Theoretical studies 
1st author 
year 
country 
 
SR* 
 
professional 
field 
n =  
ref 
results/recommendations 
concerning D(ecision), E(valuation) or S(upport) 
Aldridge 
2008[14] 
USA NC N marketing 31 D: Refusal to donate due to (1) family predisposition and family 
care, (2) requestor characteristics, and (3) request dynamics.  
E: Answers are demanded too quickly; relatives want to have 
time and direct contact with the loved one when considering 
organ donation. 
S: Best practices protocols with Family Communication 
Coordinator besides a transplant coordinator help overcoming 
barriers. Information about organ donation in waiting rooms. 
Blok 
2006[46] 
Neth. N social 
psychology 
71 D: Cultural and religious barriers are more often cited by 
minorities; fear of being mutilated may be disguised as a 
religious belief. 
E: Minority families prefer a requestor with their own 
background. 
Daly 
2006[43] 
USA OH N nursing & 
critical care 
56 D: Increased consent rates for donation after creation of a 
“family communication coordinator” combined with reduced 
stress among critical care nurses. 
E: Honouring the patient’s wishes or at least acting in 
accordance with patient’s values and beliefs is very important. 
Eckenrod 
2008[36] 
USA TN N organ 
procurement 
& 
psychology 
16 E: Awareness of psychological aspects of trauma can lead to 
consent and trauma reframing. 
Ehrle 
2006[22] 
USA TX N organ 
procurement 
36 D: Donation rates increase if hospitals examine and improve the 
donation system through identifying potential donors, timely 
referral of potential donors, and the donation conversation. 
Legend: * SR = systematic review 
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Table 2: Theoretical studies 
1st author 
year 
country 
 
SR* 
 
professional 
field 
n =  
ref 
results/recommendations 
concerning D(ecision), E(valuation) or S(upport) 
Howard 
1999[58] 
USA FL N transplant 
surgery 
74 D: Research on consent process and all factors of influence 
(requesting, timing, demographic) and how donation affects the 
family’s feelings.  
Klassen 
1996[62] 
USA MD N ethics 14 E: Public education and voluntary donor identification increase 
donation more than mandated choice. View of the relatives 
should be respected. 
Long 
2008[56] 
UK N nursing & 
psychology 
46 D: Concepts of brain death, brain stem death, and now non–
heart beating death (1) must be debated within society; (2) a 
greater degree of consensus must be reached within health care; 
(3) family members must have a better understanding of what 
these diagnoses mean. 
Radecki 
1997[42] 
USA NY N psychology 158  D: Consent decisions are influenced by prior knowledge of the 
deceased individual's wishes. An alternative conceptual model is 
offered to explain consent decisions in the absence of this 
knowledge.  
Rady 
2010[71] 
USA AZ N ethics 100 E: Policies enforcing end-of-life organ procurement can have 
unintended consequences: (1) erosion of care in the patient's 
best interests, (2) lack of transparency, and (3) ethical and legal 
ramifications of flawed standards of declaring death. 
Simpkin 
2009[35] 
UK Y intensive 
care 
research 
(246) 
20 
D: There are modifiable factors in the process of requests, in 
particular individual skills making the request and the timing of 
this conversation, that might impact on consent rates. 
Smith-
Brew 
1996a[40] 
USA MA N nursing & 
psychology 
25 S: History of transplantation, brain death and the approach of 
relatives for consent and support in their mourning by nurses. 
Smith-
Brew 
1996b[73] 
USA MA N nursing 53 E: Cultural, religious and ethical aspects of organ donation, 
communicating with donor families and their experiences and 
misconceptions. The effects on the bereaved and their grieving 
process, and on nurses and their attitudes to their work and how 
to deal with this. 
Streat 
2004[65] 
New 
Zealand 
Y intensive 
care & ethics 
66 E: A rational utilitarian framework does not encompass 
interpersonal interactions during organ donation. A morally 
neutral position frees intensivists to ensure that clinical and 
interpersonal processes are performed to exemplary standards, 
and should reflect societal acceptability of organ donation. 
Zink 
2006[63] 
USA PA N transplant 
policy & 
ethics 
8 E: Critical care nurses are encouraged to openly support organ 
donation when asked.  
Legend: *SR = systematic review 
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Table 3: Practical studies 
1st author 
year 
country professional 
field 
practice/suggestions results 
concerning D(ecision), E(valuation) or 
S(upport) 
Christmas 
2008[61] 
USA NC traumatology & 
organ 
procurement 
organisation 
Modifying approach for 
donor consent by asking 
to honour the patient's 
wishes rather than 
asking for permission.  
D: Modifying approach to consent to honour 
the patient's wishes based on DMV donor 
designation rather than ask for permission for 
increased organ procurement in this population 
to 100%.  
Sade 
2002[67] 
USA SC (neuro)surgery 
& organ 
procurement 
organisation 
Provide intensive 
emotional support by 
assuring the presence of 
a Family Support 
Counsellor when 
donation was first 
mentioned to the family. 
D: Family contact with organ procurement 
organisation staff and an optimal request 
process increase donation rates.  
S: Family Support Counsellors must serve only 
the interests of the potential donor and the 
family.  
Tartaglia 
2000[68] 
USA VA pastoral care & 
counselling 
Project focused on family 
communication and 
support with FCC. 
S: Support, communication and care 
contributes to families’ decision to donate. 
Truog 
2008[64] 
 
USA MA ethics and 
anaesthesia 
Clinicians and organ 
procurement 
organisations face 
conflicting ethical 
obligations. 
E: Consent should be obtained by people who 
are transparent, fair, and evenhanded. 
Williams 
2003[39] 
USA MD surgery, critical 
care, pastoral 
care & ethics  
Emphasises the roles of 
physicians and organ 
procurement 
organisations as 
collaborators; plea for a 
multidisciplinary 
approach of relatives of 
eligible donors. 
D: Consent rates increase after interdisciplinary 
training of ICU physicians, nurses, and hospital 
chaplains with organ procurement 
organisations.  
S: The role of hospital chaplains in supporting 
both families and the healthcare team was 
included in this training. 
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Abstract 
 
Background: Effectiveness of the donation request is generally measured by consent rates, 
rather than by relatives’ satisfaction with their decision. Our aim was to elicit Dutch ICU staffs’ 
views and experiences with the donation request, to investigate their awareness of 
(dis)satisfaction with donation decisions by relatives, specifically in the case of refusal, and to 
collect advice that may leave more relatives satisfied with their decision. 
Methods: Five focus groups with a total of 32 participants (IC physicians, IC nurses and transplant 
coordinators) from five university hospitals in the Netherlands. Transcripts were examined using 
standard qualitative methods. 
Results: Four themes (donation request perceived by ICU staff from the perspective of relatives; 
donation request perceived by ICU staff from their own perspective; aftercare; donation in 
society) divided into 14 categories were identified. 
According to ICU staff, relatives mentioned their own values more frequently than values of the 
potential donor as important for the decision. ICU staff observed this imbalance, but reacted 
empathically to the relatives’ point of view. ICU staff rarely suggested reconsideration of refusal 
and did not ask relatives for arguments. 
ICU staff did not always feel comfortable with a request in the delicate context of brain death. 
Sometimes the interests of patient, relatives and those on the waiting list were irreconcilable. 
ICU staff were mostly unaware of relatives’ regret following their decisions. Aftercare did not 
provide this type of information. 
Donation request by IC physicians was influenced by the way organ donation has been regulated 
in society (law, donor register, education, media). 
Conclusions: Our findings lead to the hypothesis that giving relatives more time and inviting them 
to reconsider their initial refusal will lead to a more stable decision and possibly more consent. 
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BACKGROUND 
The effectiveness of the donation request is generally measured by consent rates [1-11]. 
Donation rates also seem to be the primary interest in research about attitudes of intensive care 
unit staff (ICU staff) [12]. However, donation rates are determined by relatives. The decision to 
donate or not may be extremely difficult. Publications addressing decision stability report 
substantial dissatisfaction, especially with donation refusal [13-16] and even traumatic memories 
regarding the donation request [4,17,18]. This research outcome does not seem to influence 
daily practice of ICU staff [19]. However, it does seem important, because preventing regret in 
cases of refusal can primarily lead to no or less harm for relatives and consecutively the 
possibility of more organs. 
We carried out our research in the context of the Dutch law on organ donation. The aim of our 
research is to elicit ICU staffs’ views and experiences with the donation request, and to 
investigate their awareness of (dis)satisfaction with donation decisions by relatives, especially in 
cases of refusal. Our ultimate goal was to collect advice that could be used to produce a higher 
rate of satisfaction among the relatives. 
 
METHODS 
 
Design and sampling 
To elicit Dutch ICU staffs’ views and experiences with the donation request we conducted a 
qualitative study with a total of 32 ICU professionals, divided into five focus groups [20] from 
November 2010 until March 2011 (Table 1). Focus groups were chosen for data collection 
because, compared to questionnaires and one–to–one interviews, the interaction between 
research participants can encourage open conversation about sensitive subjects and facilitate the 
expression of ideas and experiences that might be left underdeveloped in an interview [21]. In 
cooperation with an ICU physician (CH) the primary investigator recruited 24 participants by 
general (email) invitation to all professional workers in the ICU of the University Medical Centre 
(UMC) Nijmegen, as well as 8 participants by a directed invitation of professionals from another 4 
Dutch transplant centres (also UMCs) in the Netherlands. Participation was voluntary. Focus 
group meetings lasted between 67 and 94 minutes, with an average of 76 minutes. We organised 
two monodisciplinary groups (nurses and medical specialists) and three mixed groups (nurses, 
physicians and transplant coordinators), expecting differences in openness. 
Our study was approved by the UMC Nijmegen research ethics board. 
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Table 1: Characteristics of participants  
 number/years  %  
Total  32  100  
Gender    
 male  16  50  
 female  16  50  
   Profession    
 physicians  12  37  
 nurses  15  47  
 transplant coordinators  5  16  
   Age    
 25-39 years  11  34  
 40-49 years  13  41  
 50+  8  25  
Mean age total group  43.4  100  
   Experience in health care in years - mean    
 physicians  20.1  37  
 nurses  18.2  47  
 transplant coordinators  25.0  16  
Mean total group  20.0  100  
   
Experience in ICU and/or organ donation in years - mean    
 physicians  12.0  37  
 nurses  10.0  47  
 transplant coordinators  8.0  16  
Mean total group  10.5  100  
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Focus group sessions 
An experienced moderator (CF) facilitated the discussion and flow of the focus groups using a 
structured interview guide (Additional file 1), based on a review of current literature [22]. The 
interview guide was pilot tested with two physicians and two nurses to ensure that the guide was 
clear and well-understood. 
Firstly, we initiated a discussion about participants’ attitudes to and experiences with the request 
for organ donation to relatives of a potential donor. In the second part we asked the participants 
to consider the decision making process and relatives’ possible regret about refusal, thereby 
focusing on possibilities for discovering and preventing this regret. 
 
Data collection and analysis 
All focus group sessions were audio and video taped; one co-moderator (WGS/HL) was present to 
record field notes of reactions that were undetectable by recorders. All sessions were transcribed 
verbatim. We used a practical guide for applied research [23,24] for data collection as well as a 
mix of conventional and directed content analysis [25]. Data were coded from the transcripts 
using a process of open, axial and selective coding [24,26], using Atlas.ti©-software. Three 
investigators (JdG/WS/AdV) independently developed a coding scheme by identifying, labelling 
and classifying the primary patterns in the content. These study investigators discussed coding; 
disagreements that could not be resolved were adjudicated by the principal investigator. All 
codes have been presented in Table 2. 
All co-authors discussed the analysis and the findings and contributed to the discussion. 
 
RESULTS AND DISCUSSION 
 
Differences between focus groups 
When ICU doctors spoke separately they paid more attention to their own perspective, 
discussing their requestor tasks and skills and the effects of their relationship with relatives. 
When nurses discussed organ donation separately, they revealed more of their own personal 
opinion as well as more criticism of the interventions of ICU doctors. They felt that some doctors 
requested for donation too early, e.g. before mentioning a possible brain death, and took too 
little time to stay with relatives once the question was raised and/or the decision was taken. In 
mixed groups (physicians, nurses, transplant coordinators) organ donation in society and law and 
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the interests of different groups (potential donors, relatives, potential recipients) were more 
frequent topics. In the focus discussion transplant coordinators also commented on situations in 
which they had not been involved, such as when relatives initially refused donation and for that 
reason had no contact with the transplant coordinator. 
 
Interview themes 
We identified four themes, divided into 14 categories, resulting in 30 codes (Table 2). 
Table 2 : Code book 
Themes Categories Codes and subcodes 
do
na
tio
n 
re
qu
es
t s
ee
n 
by
 re
la
tiv
es
 
decision 1. communication with ICU staff and among relatives about the decision 
and afterwards,  
2. patient’s wish (not) known from earlier communication or donation 
register,  
3. agreement between relatives about the decision,  
4. organ donation by children 
evaluation 5. values of patient, respect for autonomy of patient,  
6. values of relatives,  
7. influence of religion on the decision,  
8. regret about decision,  
9. how do relatives feel about the donation request,  
10 objectives by relatives against donation  
support  11. enough time to decide,  
12. enough understandable information to make a decision,  
13. what is good care for the patient and the relatives to make a decision,  
14. which kind of support can relatives help to make the right decision,  
15. which person (counsellor) can guide relatives to the right decision 
do
na
tio
n 
re
qu
es
t s
ee
n 
 
by
 IC
U
-s
ta
ff 
requestor 
 
16. requestor: who is requestor, who assists in the request, relational 
aspects between relatives and requestor,  
17. task of the requestor, information required about the donation 
procedure and about brain death to bring relatives to a decision,  
18. skills required for the requestor, use of information (about patient’s 
wish or ideas of relatives) gathered by nurses, use of information from the 
donation register 
19. attitude required for the requestor 
context of the request 20. where, when, timing, initiative of relatives before the request, 
acuteness of the situation,  
21. decoupling 
interest 22. interest of relatives, interest of potential donor, interest of patients on 
waiting list – as theme in the donation request 
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do
na
tio
n 
re
qu
es
t 
se
en
 b
y 
IC
U
-s
ta
ff 
brain death 23. brain death (understanding by ICU staff, by relatives), difficulties in care 
for a brain dead patient, determination of brain death, apneu test 
feeling comfortable 
with donation request 
24, how do ICU staff feel about the donation request, if they are requestor, 
if they facilitate the request 
personal ideas about 
organ donation  
25. personal ideas of ICU staff about organ donation, registration, donation 
law; change in ideas as a consequence of experiences with donation 
procedures 
af
te
r-
ca
re
 
care after death for 
relatives 
26. offering relatives contact and care after leaving the hospital, request by 
relatives for aftercare 
themes in aftercare 
contact 
27. themes of aftercare conversation, review of the donation decision 
including regret 
or
ga
n 
do
na
tio
n 
 
in
 so
ci
et
y 
law and organ 
donation 
28. donation law, Dutch system (opt-in) in contrast to Spain and Belgium 
(opt-out) 
donation register  29. donation register: how it works, preferences, motivation for 
registration, campaigns for registration, the importance of registration 
organ donation as 
societal theme 
30. organ donation in media, education, information campaigns, in societal 
groups (family, health care, school) 
 
The first theme concerned the ICU staff taking the perspective of the relatives, the second theme 
concerned the experience of ICU staff from their own perspective, i.e. the perspective of the 
requestor, including their personal attitude towards organ donation and transplantation. The 
third theme concerned participants discussing the care after discharge. The fourth theme dealt 
with how ICU staff considered donation as a societal theme (legislation, media, education). We 
have presented some illustrative quotes (marked with Qn) for the categories in Table 3. 
 
Theme 1: Donation request perceived by ICU staff from the perspective of relatives 
ICU staff not only tried to imagine the impact of the donation request on the relatives, but also 
how relatives decide, how they evaluate their decision and what is helpful in making that 
decision. In general, ICU staff knew more about the result than about the process of decision 
making. They respected refusal by relatives, but were not usually aware of how (dis)satisfied 
relatives were with that decision, especially after refusal. In the following paragraphs we will 
present different categories mentioned by ICU staff taking the perspective of the relatives in 
more detail. 
Decision 
Decision making was described as particularly difficult for relatives when the patient’s wish was 
unknown and/ or if relatives disagreed with each other about the decision. Refusal seems to be 
considered in a less serious way by relatives than consent (Q1). ICU staff said that they seldom 
encouraged relatives to reconsider their decision. ICU staff also explained that relatives 
sometimes gave consent before the request was made. 
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Evaluation 
ICU staff observed that patients’ values and religion were scarcely mentioned as an argument in 
the decision, yet objections and values of relatives played a much more important role. ICU staff 
rarely asked for arguments justifying refusal (Q2). So ICU staff cannot foresee regret, except from 
those who consented and were surprised by the length of the procedure (Q3). ICU staff said they 
could understand these objections of relatives and that this could be a reason for refusal. 
Values of relatives were seen as important, especially for parents, because they give meaning to 
the perceived meaningless death of their child (Q4). Also for other relatives some comfort was 
attributed to donation. 
Support 
To arrive at a good decision it would seem to be necessary that relatives have enough time (Q5), 
are adequately informed (Q6) and receive the best possible care (Q7). A plea was made for an 
exempt professional to guide the process (Q8). The ICU staff had never before considered a more 
specialised form of guidance in decision making, nor support by an independent counsellor, thus 
rejecting the suggestion to introduce such a professional. 
 
Theme 2: Donation request from the perspective of health care professionals 
ICU staff said that they did not always feel comfortable with a request. The requestor has to deal 
with, in their eyes, the seemingly irreconcilable interests of the patient, the relatives and those 
on the waiting list. The request is a collaborative process between doctor and nurse, with the 
possibility of inviting the transplant coordinator for a detailed explanation. In the following 
paragraphs we will elaborate more on the different categories from the perspective of the ICU 
staff. 
Requestor 
The donation request is made by the physician treating the potential donor. He is assisted by 
nurses, who, –as participants said–, play an important role in the total requesting process. 
Sometimes they are able to inform the physician, prior to the request, about the views of the 
patient or the relatives on the subject of donation. The relation between requestor and relatives 
is seen as important; “trust” is a key word (Q9). It is important to identify a patient as a potential 
donor. Although physicians said that they usually tend to go for the maximum outcome (donation 
after brain death), they said that they would also be content with an optimum outcome: if 
donation after brain death is impossible, one can try to go for a donation after circulatory death 
(Q10). The most important task is to provide clear information on the patient’s situation and 
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specifically to explain brain death. The donation request requires special communication skills 
and attitude, especially empathy. Training and experience were highly recommended to deal 
with the request task (Q11). 
Context 
ICU staff usually underscored the principle of decoupling. They deliberated on when a donation 
request could best be made: after a complete brain death procedure or based on the clinical 
view. If relatives brought up the issue of donation themselves, the request could be made at an 
earlier stage as opposed to in a situation where relatives express apathy as a mourning reaction 
(Q12). The context in which the question was raised was described as extremely delicate. As one 
physician put it: it is always “the most difficult question at the most difficult moment; besides it is 
very emotional for both the requestor and the relatives”. At times, this made it inconvenient in a 
sense for the requestor. ICU staff were aware that the donation request could give rise to a lot of 
emotions. The request was often made to people who were considered unable to think clearly 
because they were exhausted, although this should not be a reason for not raising the question. 
The decision of the relatives depended on the timing of the request (Q13). 
Interests 
ICU staff have to deal with the interests of the patient, the relatives and also those on the waiting 
list. Sometimes these interests seem irreconcilable, especially when relatives refuse donation in 
spite of a donor registration. In most cases, doctors and nurses accept the decision of the 
relatives (Q14). Transplant coordinators explicitly stated that they considered all interests (Q15). 
Transplant coordinators recommended a person-oriented approach: try to discover relatives’ 
motives for refusal, find out if they are capable of making a decision, consider their need for 
empathy, counselling, information and quiet or rest, and continue caring for their beloved one 
with respect and dignity. Rather than treating relatives as victims (Q13), transplant coordinators 
were more inclined to negotiate with them (Q16). 
Brain death 
Brain death is a difficult concept to understand and to explain, even for ICU staff. It would seem 
better to make the donation request after the diagnosis of brain death, than after the prognosis 
of brain death; after such a prognosis relatives sometimes chose donation after circulatory death, 
instead of waiting for donation after brain death to become possible (Q10). 
Feeling comfortable with the donation request 
ICU staff said they felt uncomfortable with relatives refusing donation in cases of positive 
registration. A tension existed between acting on legal, ethical or humanitarian grounds. ICU staff 
expressed their solidarity with the patient and insisted on the autonomous choice of the patient 
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in cases of positive registration. They often reacted empathically to the viewpoint of the refusing 
relatives (Q17). Some members of the ICU staff said they experienced the donation request as 
extremely difficult. Others said that it might be more difficult for the ICU staff than for the 
relatives. 
Personal opinions regarding organ donation 
ICU staff remarked that the practice of organ donation can lead to an affirmation of one’s 
personal ideas about donation, yet it can also lead to a change of opinion, especially for nurses. 
In fact, some withdrew their registration as a donor (Q18). 
 
Theme 3: Care for relatives after discharging 
Relatives who gave their consent received more aftercare (on behalf of the transplant 
coordinators) than those who refused. ICU staff therefore thought that they ran a lesser risk of 
being informed about regret in cases of refusal (Q19). Even if ICU staff did have contact they did 
not ask about possible dissatisfaction with the refusal by the relatives (Q20). Also, relatives did 
not mention regret spontaneously because that seemed to be a difficult thing to do (Q21). So the 
subject remained undiscussed.  
 
Theme 4: Organ donation in society 
The donation request is influenced by the way organ donation has been regulated in society (law, 
regulation by the donor register, education, media). 
Law and organ donation 
ICU staff compared the Dutch legal systems (opt-in) and noticed in discussion advantages in the 
Belgian system (opt out) (Q22). 
Donation register 
ICU staff pleaded for an obligatory system of registration (Active Donor Registration), which was 
conceived as a testament (last will) of the patient. They will carry out this last will (Q23). 
Organ donation as a societal theme 
ICU staff observed a lot of prejudices and a lack of information about organ donation in society 
(Q24). 
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Table 3:  Overarching themes 
Theme Speaker’s 
profession 
gender, age 
Qn Quotation 
 MD = medical doctor; RN = nurse, TC = transplant coordinator 
Qn = Quotation number (in text) 
Do
na
tio
n 
re
qu
es
t s
ee
n 
by
 re
la
tiv
es
 
MD m 52 1 The decision “Yes, I’ll do it” is generally more carefully considered [than a refusal 
(addition JG)]. Also now, when we have to decide in advance, you take more time to 
think about a “yes-“decision. 
RN m 43 2 I also notice that actually the question “Why not?” is never really discussed in more 
detail. What are really the weighty arguments not to do it? And nine, even ten out of 
ten times the conversation is finished then. 
TC f 49 3 No, the only regret that you hear occasionally is: “If I had known this, that it would 
take so much time, that so many things needed to be arranged, I probably would not 
have done it”. 
MD m 57 4 That is what you frequently hear from parents: “Our child could not be saved, but he 
can save other children or other adults.” It provides a kind of comfort for those 
people. There is an aspect of comfort included. 
TC f 47 5 Whereas, and this is how I always explain it to our doctors and then I always say…,you 
should not give a point in time at all. Just say: “Take your time and think about it.” 
TC f 47 6 That is a bit of a slogan of mine, which also, indeed, means the right information at 
the right moment, which also means well-informed and well-balanced. Sometimes 
you have to repeat it all, because the information has not yet sunk in, which is of 
course understandable; these people are in an acute and stressful situation and are 
perhaps not able to fully take in all this information. 
MD m 52 7 I think the most difficult thing is to find a balance, especially in an acute situation, 
between the care and the relatives’ grief and your own feeling of the best care you 
want to give this family. You need to gather all your emotions to make such a sudden 
death bearable for the relatives. At the same time and completely contrasting is the 
importance of the organ, needing to be preserved. That is for me the most difficult 
thing, because what you would rather do is concentrate on one thing, namely guiding 
the relatives in such a terrible period. That is difficult. 
TC f 47 8 Something that I also find very important, which is also a bit like stating the obvious, 
that there is someone present who is capable of giving optimal guidance, also with 
respect to time. 
Do
na
tio
n 
re
qu
es
t s
ee
n 
by
 IC
U
 st
af
f MD m 52 9 It makes a great difference whether they have had the opportunity to build up a bond of trust with the relatives, because that makes the conversation a much easier one. I 
immediately admit that if you are confronted with a family for whom this has 
suddenly happened, and you do not know them, I think it is still one of the most 
difficult conversations to have. 
MD m 34 10 What happens sometimes is that you go for the heart-beating procedure, but it takes 
too much time to complete the brain-death-protocol, which leads you to say: there is 
a second option, let us stop this now. In other words you stop the treatment, not for 
the patient himself, but to go for the non-heart-beating procedure. 
MD m 58 11 I think it would be a good thing to train people’s communication skills. That would do 
a great deal of good. I have had to make my own way in this, and I do feel that I have 
succeeded, but I also think that this is difficult for younger colleagues. 
TC m 50 12 These are funny things you hear afterwards: “We already knew how bad the situation 
was and we have already been thinking about it”. Especially with parents it is 
incredible to see how they are able to empathise with parents of other seriously ill 
children, who are waiting for a transplantation. These parents feel that if their child 
could save another child, that would be wonderful.  
To be able to set aside their own grief and go to the doctor or nurse with that in mind 
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Table 3:  Overarching themes 
Theme Speaker’s 
profession 
gender, age 
Qn Quotation 
 MD = medical doctor; RN = nurse, TC = transplant coordinator 
Qn = Quotation number (in text) 
and say: “Well, if we can be of any help by giving consent, we will do that”. And no 
one has even brought up that question yet. 
Do
na
tio
n 
re
qu
es
t s
ee
n 
by
 IC
U
 st
af
f 
TC f 49 13 You should not victimise the people who are left behind. We tend to exaggerate 
sometimes, the donation request is terribly difficult and if you say “yes” or “no”, it is 
so hard….. Mourning is normal, losing someone and mourning their loss is normal, I 
think. You can cause damage with a donation request, if you do it in a tactless way or 
the request is rather wrongly timed, in so far as you can time such a thing, but that is 
what I think. 
MD f 42 14 If the family says “no”, while the patient has consented, that is an extraordinarily 
inconvenient situation, especially because the family is very vulnerable and for that 
reason I would not dare to put more pressure on them. 
TC m 50 15 I am a transplant coordinator, although I feel that I am a donation coordinator. I am 
there for the relatives, for the donor, and for the ICU staff too. I am there to assist all 
of these people in their weighty task by guiding them through this procedure. That is 
my intention, yes. Obviously I sympathise very much with all of the people who are on 
the waiting list for organ transplantation, and I hope that they will receive an organ of 
good quality. 
TC f 47 16 I always say…try to find out why they cannot accept the patient’s will. Sometimes it 
can be just a tiny thing, often fear, which is not to say that that is a small thing but it 
can be something that can be solved… through proper counselling. Or sometimes it is 
something else…, “not the heart, but the rest is alright”. So it is as if you are striking a 
bargain, as you just said. Yes that sounds very familiar. 
MD m 33 
 
MD m 57 
17 You tend to give priority to the emotions of the relatives rather than to the will of the 
patient…..  
You are afraid of having a difficult conversation, you are the doctor, right? Because 
then you feel you have to act like some sort of body snatcher, trying to coax the 
organs out of the body. 
RN f 32 18 I had been registered from the age of eighteen. But since I learned about the length of 
the procedure, I would rather let my family decide about it, because I think it will 
create a heavy burden for them. 
Af
te
rc
ar
e 
RN f 41 19 If you ask them whether they feel regret, what would people have wanted otherwise, 
well, that bit you do not know about. 
MD m 50 20 You often know whether a request was made, but that is it. If it is “yes”, they always 
get a message from the transplant coordinator and often a meeting, and if it is “no” 
then it is no and we do not follow up on it. 
TC f 47 21 But if you said “no”, and you have a meeting afterwards with your doctor, especially if 
you regret your decision, that makes it even harder to talk about the subject. 
O
rg
an
 d
on
at
io
n 
 
in
 so
ci
et
y 
MD f 37 
 
MD m 52 
22 Now at least we know that this is not actually working very well. Our system….  
In Belgium the system is such that you really need to think about it. Because you have 
to come to a decision and that decision will be carried out. 
MD m 58 23 I am there for the patient. So my point is…..the patient has in fact signed a testament, 
that’s how I communicate it to the relatives. 
RN f 34 24 I once had a conversation with relatives who said…,” I just feel that they are kind of 
shopping with organs, with all that media coverage……”.I feel that it is difficult to try 
and prevent that. 
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DISCUSSION 
Our study partly confirms findings of earlier research [22]. ICU staff were informed about nearly 
all factors that influenced the donation decision in the direction of consent: timing the request, 
decoupling, experienced requestor, empathic attitude, explanation of brain death, knowing the 
patient’s wishes and (dis)agreement amongst relatives. They knew which measures to take to 
support relatives in their decision making: giving time and providing information to come to a 
decision, giving good care and attention to patient and relatives [27]. Even so, transplant 
coordinators observed that some physicians gave relatives the impression that they had to 
decide rapidly. So in real life the best practice was not always carried out. 
A new aspect arising from our research is that Dutch ICU staff seldom encountered regret from 
relatives about their donation decision. ICU staff were not familiar with the aforementioned 
decision stability literature [13-16]. Moreover, from their own practice they did not know 
whether relatives were (dis)satisfied with their decision. Even when staff did have aftercare 
contact, the motto seemed to be: “Don’t ask, don’t tell”. ICU staff only assumed regret in cases 
where the patient’s wishes had been expressed in the donor register and relatives had gone 
against these wishes. Most physicians were inclined to retire from the consultation room 
following a refusal, hoping to prevent traumatic memories by not insisting too much on consent. 
Transplant coordinators were more inclined to ask for motives for refusal and to negotiate about 
the objections, but are seldom called in after initial refusal. Remarkably, ICU staff mainly focused 
on cases in which relatives refused donation, despite their beloved one having been registered as 
a donor. ICU staff did not seem to be aware that this happens only in exceptional cases :6% at the 
average in the years 2009-2012, that means approximately five cases each year in the 
Netherlands. Less exceptional (67%) are refusals when the donor was not registered or the 
register was not consulted (14%). As far as we know no data have been published in the 
Netherlands about regret after refusal. Unpublished data from an earlier mentioned research 
project [27] revealed 19% doubt or regret following refusal (11 out 57). If we use this percentage 
as indicative, one can assume that focusing on the group who tend to refuse in an uncertain 
situation “might deliver more organs” in the Netherlands, perhaps more than 50 donors each 
year. However, our interest is not primarily to increase consent rates, but to make more relatives 
feel satisfied with their decision. We assume that paying more attention to the decision process 
can serve both intentions: less regret, more organs. 
Interestingly, only wishes expressed in the donor register were mentioned as a source of 
information. Yet donation intentions can also be determined from private conversations or be 
attributed to the potential donor, derived from his lifestyle and value system [28]. This strategy 
of discovering patients’ donation preferences had not been discussed in the focus groups. As 
mentioned, relatives were seldom asked why they had refused donation and were not 
encouraged to reconsider their decision. However, if relatives were encouraged to (re)consider 
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the values of the patient, it might be possible to discuss how organ donation can fulfil those 
values. This approach, where more attention is given to the values of the potential donor as 
attributed by the relatives, has not yet received full attention, and might, as we hypothesise, lead 
to a more stable decision and maybe even more cases of consent. 
 
Advice 
Although our focus group participants were unaware of the number of relatives who may regret 
their refusal, they made at least four remarks, which may serve as advice. First, they underscored 
the suggestion in a recent thesis [29], not to request a donation too quickly. Although decoupling 
as a concept is more than 20 years old [14], it is not general practice in the Netherlands [30]. In 
fact, brain death determination often does not happen at all, because when a request is made 
too soon, relatives refuse donation in advance [31,32]. Second, transplant coordinators in our 
focus groups advised concentrating on communication with relatives, rather than insisting too 
much on donation. These suggestions have been affirmed by research, which demonstrated that 
support from a trained donation professional, who was not part of the treatment team, led to 
more consent in a natural way. Time spent with the family in combination with such a well-
trained donation professional made the family decision to consent or refuse donation a well-
considered one (as well as proving to have a positive impact on the family consent rate) [27,29]. 
Although collaborative requesting [1,2,11] is not a practice in the Netherlands, it might well be 
considered. Third, giving time, as suggested by some participants in our research, is important 
and is underscored by literature mentioning that initial decisions are rarely withdrawn [7], many 
refusals are not based on deeply held views [14] or correlate with the feeling of not having 
enough time to discuss donation [16].Finally, as one participant noted, “being comfortable with 
the request” means not giving the impression of being stressed and not pressing the relatives 
into making a rapid decision. 
So giving relatives time and room to decide without pressure, yet asking them to (re)consider the 
values of the patient and how organ donation can fulfil those values might, as we hypothesise, 
contribute to less relatives regretting and more organs. This hypothesis deserves further 
investigation. 
 
Strength and constraints 
The approach with monodisciplinary focus groups and mixed groups gave us differentiated 
information on the three professional groups engaged in the donation request. Participants work 
in UMCs covering around 80% of all Dutch transplantations. As this is a study of ICU staff in five 
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transplant centres in the Netherlands, one cannot generalise the findings in other situations in 
which the donation request has been made. Some advice has been directed at the Dutch 
situation, whereby the donation request was usually done by the treating physician prior to 
official brain death clarification [32]. Other proposals in this study might also have advantages in 
other countries. 
 
CONCLUSIONS 
ICU staff were not aware of (dis)satisfaction with donation decisions by relatives. On the whole 
they accepted relatives’ decisions, even if those relatives did not follow the patient’s wishes. ICU 
staff were aware of nearly all factors influencing the donation decision in the direction of 
consent, and they knew which measures were necessary to support relatives in their decision. 
We hypothesise that giving more time and inviting relatives to reconsider their initial refusal will 
lead to a more stable decision and possibly more consent.  
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Additional file - Interview guide 
Box 1: Interview guide 
 Associations 
Which associations surface at the term “organ donation”? 
(technical, organisational, emotional etc.) 
 Circumstances 
What are the experiences with the circumstances around the donation request?  
(after a period in which the doctor has tried to save the patient, as a result of which the relatives are 
hopeful, the announcement is made of the (impending) death of the patient ((brain death; shift from patient 
care to donor care; circumstances which make it difficult or impossible to request for donation)): how do ICU 
staff feel about that?) 
 Experiences 
Have doctors/nurses encountered difficulties, feelings of hopelessness or emotions by the relatives in 
answering the donation request? 
(Do they recognise the relatives having difficulties with the request, do they observe disagreement between 
relatives, moral distress, existential questions; are moral and existential questions expressed?) 
Are doctors/nurses comfortable with the decision making and the ultimate decision of the relatives? 
(reasons, reactions to those feelings, suggestions for improvement) 
 Regret 
Do doctors/nurses meet relatives who afterwards regretted their decision? 
(do they follow up on the relatives’ decision? When? Reactions?) 
What type of contribution can help in relatives not regretting their decision afterwards? 
 Offer of counselling 
Has the possibility ever been considered to offer a kind of coaching / counselling for decision making? 
Significance of that kind of support – who has to provide this kind of support? 
(Suggestions for improvement of quality of care for relatives who experience difficulties in decision making). 
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Abstract 
 
Background: This article is part of a study to gain insight into the decision-making process by 
looking at the 
views of the relatives of potential brain dead donors. Alongside a literature review, focus 
interviews were held with healthcare professionals about their role in the request and decision-
making process when post-mortal donation is at stake. This article describes the perspectives of 
the relatives. 
Methods: A content-analysis of 22 semi-structured in-depth interviews with relatives involved in 
an organ donation decision. 
Results: Three themes were identified: “conditions”, “ethical considerations” and “look back”. 
Conditions were: “sense of urgency”, “incompetence to decide” and “agreement between 
relatives”. Ethical considerations result in a dilemma for nondonor families: aiding people or 
protecting the deceased’s body, especially when they do not know his/her preference. Donor 
families respect the deceased’s last will, generally confirmed in the National Donor Register. 
Looking back, the majority of nondonor families resolved their dilemma by justifying their 
decision with external arguments (lack of time, information etc.). Some nondonor families would 
like to be supported during decision-making. 
Discussion: The discrepancy between general willingness to donate and the actual refusal of a 
donation request can be explained by multiple factors, with a cumulative effect. Firstly, half of 
the participants (most nondonor families) stated that they felt that they were not competent to 
decide in such a crisis and they seem to struggle with utilitarian considerations against their wish 
to protect the body. Secondly, nondonor families refused telling that they did not know the 
deceased’s wishes or contesting posthumous autonomy of the eligible. Thirdly, the findings 
emphasise the importance of Donor Registration, because it seems to prevent dilemmas in 
decision-making, at least for donor families. 
Conclusion: Discrepancies between willingness to consent to donate and refusal at the bedside 
can be attributed to an unresolved dilemma: aiding people or protect the body of the deceased. 
Nondonor families felt incompetent to decide. They refused consent for donation, since their 
deceased had not given any directive. 
When ethical considerations do not lead to an unambiguous answer, situational factors were 
pivotal. Relatives of unregistered eligible donors are more prone to unstable decisions. To 
overcome ambivalence, coaching during decision-making is worth investigation.  
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BACKGROUND 
 
In the Netherlands, relatives of potential brain dead donors must give their consent to effectuate 
organ donation. A majority of the Dutch population state that they are willing to be a donor [1]. 
Yet, only 44 % of all adults have registered in the National Donor Register. Of those registered, 61 
% declare a willingness to consent to donation, 27 % refuse consent for donation and 12 % leave 
the decision to their relatives or an appointed person [2]. When their deceased had registered as 
a donor in the National Donor Register, nearly all Dutch relatives (94 %) followed the wish of the 
potential donor [3]. In cases, in which the deceased did not register, or had registered that the 
decision was to be left to his relatives, the relatives have complete authority to decide. These 
cases account for 75 % of all deceased qualifying for donation. In these cases, 67 % of the 
relatives refuse donation on behalf of the deceased potential donor [3]. This presents a large 
contrast with the general willingness of the majority of the Dutch population to donate. 
Research suggests that the difference between general willingness and the actual decisions made 
by relatives might be caused by a collision of the values of relatives with those of potential 
donors [4], and therefore present relatives with a dilemma. It has also been suggested that 
relatives refuse to give consent, because they do not want to be involved in the donation 
procedure [5] and, because of a lack of competence to decide [6], as relatives are overwhelmed 
by emotions preventing them from thinking clearly, understanding information and asking 
pertinent questions [7,8]. 
Research has also demonstrated that relatives often regret their decision afterwards, especially 
when they refused consent for donation [9–13]. 
The aim of this study was to gain insight into the decision-making process by looking at the views 
of relatives of potential brain dead donors. The ethical considerations i.e. the values, motives and 
convictions of relatives (as well as of potential organ donors) that were expressed to reach the 
best possible decision were explored, as well as if relatives regretted their decision and if they 
would have liked to have received some support during the decision making process after the 
donation request. Offering support in clarifying values is not standard procedure, and it is not 
known if relatives would appreciate such an offer. This issue was also explored. 
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METHODS 
 
Research design 
A qualitative study was conducted by interviewing relatives of 12 cases, in which consent for 
donation was given, and nine cases (ten interviews, because of separate talks with divorced 
parents of a child), in which consent for organ donation was refused. A semi-structured interview 
guide was developed (Table 1) for the face-to-face interviews. Topics for the interview were 
derived from the research aim, the review of the literature [14] and the authors’ and others’ [15] 
experience in the field of organ donation. Ethical categories were explicitly involved. 
 
Table 1: Topics for the interviews 
nr interview topics conceptual background 
 Introduction: the process before the request for 
donation; experiences of the proxies in the hospital 
 
1 Considerations to decide for donation on behalf of the 
potential donor 
integrity, 
non-maleficence  
2 The wishes of the potential donor concerning donation; 
the Dutch donor register  
patient autonomy, 
self-determination 
3 The wishes and opinions of the participant concerning 
donation (by themselves) 
beneficence, justice,  
easy rescue,  
gift or sacrifice,  
solidarity, altruism 
4 Need for coaching or (moral) counselling during the 
decision making process; wishes concerning the profile 
of the counsellor 
vulnerability, 
crisis,  
moral distress 
5 review of the decision: peace of mind dignity,  
respecting the deceased, 
pride in the decision 
 Additional comments and evaluation of the interview  
 
Recruitment period and procedure 
The participants were proxies of potential donors from the Radboud university medical center in 
Nijmegen, the Netherlands, between 1st October 2008 and 30th September 2012 and from the 
St. Elisabeth’s Hospital in Tilburg, the Netherlands, between 1st October 2010 and 30th 
September 2012. Only relatives engaged in decision-making on post-mortal organ donation were 
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included. By purposive sampling, the number of relatives who gave consent for donation was 
similar to the number of relatives who refused consent for donation. 
Relatives gave consent to the treating physician of the potential organ donor or to one of the 
transplant coordinators to disclose their address to the Primary Researcher. Consent for 
disclosing was granted in 52 cases. Relatives were asked by letter for an in-depth interview 
regarding their experiences with the donation request. Interviews were held with 24 participants, 
who provided written consent to be interviewed. One interviewee was excluded, because he had 
withdrawn from decision-making and a second was excluded, because they had thought that 
they had granted consent for donation, whilst the physician had understood that they had 
refused consent. 
The 22 remaining interviews were held with ten families (17 participants), who refused to 
consent to donation, nine families (14 participants), who gave full consent to donation and three 
families (8 participants), who did not give permission for donation after brain death (DBD), but 
only for donation after circulatory death (DCD), whilst DBD was possible (Table 2). 
Permission for the recruitment procedures was obtained from the relevant Research Ethics 
Committee of both hospitals. 
 
Data collection and measurement 
All of the in-depth interviews [16] were carried out by the Primary Researcher, who is an 
experienced pastoral counsellor. All participants were visited at home, on average, within three 
months following the death of their family member. Each interview lasted between 43 and 99 
min (mean = 69 min). All interviews were recorded by a voice recorder and transcribed by a 
Secretary. The transcripts were checked by two Researchers. A summary of the transcripts based 
on the topics of the interview guide (Table 1) was approved by the participants. 
 
Analysis 
The first three interviews were coded by two Researchers. They compared their results, and the 
Primary Researcher subsequently designed a codebook in cooperation with an Ethicist. With this 
code book, all other interviews were analysed by two Researchers using Atlas.ti 6.2.28©. The 
Ethicist checked their codes by sample. Consensus was reached on the attribution of the codes to 
the quotations. No new codes emerged after the 17th interview, thus saturation [17] was 
reached (Fig. 1). Finally, codes were concentrated in categories and combined to themes related 
to the original research questions. 
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Table 2: Participants and their relatives 
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8 Head injury 
(car ccident) 
1.28 R15 mother F 50 DBD  f1 
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R38 son M 26 
R39 son M 25 
R40 daughter F 23 
1 Permiss on was given for DB , but procedure failed because of sepsis of rgans 
2 Permiss on was given for DB , but patient did not become brain dead and DC  procedure took too much time 
 
  
Chapter  5 
 90 
RESULTS AND DISCUSSION 
 
Thirty-three codes were identified, divided (in bold text) into nine categories, and resulted in 
three themes (Fig. 2; Table 3). 
The first theme concerned the conditions for decision-making after the donation request, the 
second theme related to the ethical considerations in decision-making and justification of the 
decision. The third theme concerned the look back at the decision and the decision- making 
process. Illustrative quotes for the categories are presented in italics. 
The term “participants” refers to the study participants and “relatives” to the whole group (study 
participants and other persons engaged in the decision-making process). 
 
Figure 1: Saturation of codes in interviews 
 
 
General observations 
Since most interviews were planned relatively shortly after the death of their family member 
(median 85 days), many of the participants were in the process of grieving. They explained how 
their lives were turned upside down by the sudden death of their partner, child, parent or sibling. 
Participants frequently had some kind of re- experience of the days in the hospital environment, 
when talking about the event, and sometimes, details of the elapsed time were vague. Some of 
the participants explicitly told us that the interview had a healing function and turned out to help 
them cope with the tragic event. 
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Figure 2 : Code tree 
 
  
Conditions  
     Urgency  
     Competence 
       emotions 
       mourning reactions 
      Group decision 
        Composition and number 
        agreement 
Ethical considerations       
     Values 
        aid people  
        body holds little intrinsic importance after death 
         easy rescue  
        integrity 
        meaning 
           living on in others 
        reciprocity 
        religious/transcendent 
      Motives 
        farewell 
        funeral or burial rituals               
        waiting long procedure 
        wish known (from register) 
        wish unknown   
        wish family is leading 
      Convictions 
        contra donation 
        life needlessly prolonged to obtain organs 
        organs special significance  
        premature death 
        pro donation  
        unknown recipient 
      Dilemma 
Look back   
     Decision - Evaluation 
       justification 
       regret 
        persistence 
     Improvement / Support 
       improvement suggestions 
       need for counsellor  by others 
       need for counsellor themselves 
       professions support 
       kind of support 
 
 
 
 
Chapter  5 
 92 
Theme 1: conditions for decision making by relatives of potential brain dead donors 
The decision-making process was described by the relatives of potential brain dead donors, as 
complex, primarily because relatives had to make a decision on behalf of the deceased (surrogate 
decision). Three conditions contributing to this complexity were mentioned: (1) the time limit to 
make the decision created a sense of urgency; (2) the consent for donation request was made 
immediately after the relative had heard that a beloved one had died or was expected to die of 
brain death, making it difficult to focus on the request, because relatives were grieving. Half of 
the participants (most relatives who refused consent for donation = nondonor families) said that 
they were not competent to decide in such a crisis. “The problem is that, often when the 
physician asks something, although you consciously hear the question, do you actually digest the 
information coming in? Because you are preoccupied by other things, you are dealing with grief or 
just….” (R03). (3) The decision had to be agreed upon by a group of relatives. Initial disagreement 
between relatives –which occurred within both groups – was always overcome; agreement 
between relatives was mentioned as conditio sine qua non by the participants of both groups. 
 
Theme 2: Ethical considerations 
Considerations of relatives as well as those of the potential organ donor - overview 
In describing their decision-making process and providing justification for the final decision 
(“yes”, “no”, or “yes with restrictions”), the participants mentioned different values, motives and 
convictions – their own and those of the potential donor. Specific considerations can play a very 
important role in the deliberation of nondonor families, whereas they were irrelevant for 
relatives who consented to donation (= donor families) and vice versa.  
Values are used to justify the decision. The values “aiding other people” or “giving people a 
better life”, “small effort, great benefit” (easy rescue), “reciprocity” or “solidarity” were 
mentioned by all participants, whereas “integrity” was important for nondonor families only. 
“We were 99.9 % sure that he did not want that (donation). Despite our idea that you should help 
people when you can, it’s still his body”. (R07) “Living on in other people” was seen as a specific 
consideration to give meaning to organ donation. “We are very proud of her, because she saved 
the life of three people. This gives me a feeling of support…. she is not really dead. A part of her 
lives on in someone else.” (R06) Donor families referred to this value sometimes as a kind of 
comfort or relief in their grief. Participants rarely connected their mentioned values to religious 
views or spirituality. 
Motives signify readiness or reluctance to act. Motives were mostly used as a practical objection 
contra donation: nondonor families said that it was difficult to decide on behalf of another 
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person or words as: “If he had really wanted organ donation, he would certainly have registered”. 
(R33). Other motives that were mentioned: the donation procedure takes too long; one cannot 
be present at the moment of visible death; and organ donation interferes with funeral or burial 
rituals. 
Convictions signify the authenticity of the decision, but may lack rationality or evidence; they are 
mostly expressed without any motivation pro or contra organ donation: “Actually, I have to say 
that, when I turned 18, I received that form (=document for registration, JdG), and I did not have 
to think too much about it. I just signed it (opted for donation, JdG), because I think it is a normal 
thing to do”. (R16). Most convictions lead to a refusal of consent for donation: “organ donation is 
a reason for premature death”; “life is needlessly prolonged to obtain organs” or “the potential 
organ donor has suffered enough”. Some families refused consent for donation, because of the 
anonymity of the recipient. 
Reviewing all ethical considerations, donor families sometimes mentioned that the request to 
consent to donation placed them in a dilemma, which they could easily resolve, whereas many 
nondonor families held ambivalent feelings: “I would really love to help people, and I know for 
sure that my Dad would have wanted that too. But it would be another major blow to let Dad 
fight for so long and then the organ went to someone, who did not deserve it, in his opinion, or 
contact (with the recipient) was not possible and we cannot see what good things Dad could still 
do”. (R27). 
In balancing all ethical considerations, donor families and nondonor families came to different 
decisions, by giving prevalence to other values, motives or convictions. Rather remarkable is the 
fact that most donor families endorsed a utilitarian approach of organ donation: they see body 
parts as worthless after death, so they can easily give them away to someone who needs them 
(“easy rescue”). Donor families emphasise “aiding other people”, “giving them a better life” or 
“reciprocity” as important values in the field of organ donation. Organ donation offers a kind of 
comfort to them, because it gives meaning to an unexpected death. “I notice then that it even 
feels like a kind of comfort. I am not only mourning the loss of my Father, but I also know that he 
has done a very good deed. I can talk about that with pride, even though my Father has just died. 
And I feel that to be a tremendous help in the mourning process”. (R38). Nondonor families, on 
the other hand, emphasise the integrity of the body, both from their own perspective and from 
that of the eligible donor. They experienced the need to protect the body of the deceased, often 
combined with the conviction that they have the right to make decisions concerning the dead 
body. 
Specific considerations endorsing refusal of consent or consent for DCD instead of DBD 
Motives mentioned by nondonor families endorsing refusal for consent were also recognised by 
donor families. Half of the donor families affirmed that the organ donation procedure took too 
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long. However, for donor families the duration was not, by itself, the reason for refusal of 
consent; a few of the donor families even saw the extra time as an advantage. For one nondonor 
family though, the long procedure (combined with the anger about the utilitarian approach of 
the physician) was the compelling reason behind withdrawal of their initial consent: “At a quarter 
to eight, we said…we’re quitting. That was when we heard that there was no longer a coughing-
reflex and that they could start the procedure, which could last one and a half day, or maybe two 
or three and a half days. That was when we decided to pull out.”(R25). The long donation 
procedure was the primary reason for three out of the twelve donor families to agree with a 
DCD-procedure, although a DBD was possible, next to their wish to be present at the moment of 
visible death. 
Both donor families and nondonor families mentioned the special significance of some organs 
and tissues, especially those of the heart, skin and eyes: “NN felt that the heart had beaten only 
for his Father, so it should not be reserved for transplantation.” (R37). For nondonor families, the 
removal of these organs was an extra consideration for refusal of consent. For a few donor 
families the removal of the heart was the main reason to choose for a DCD procedure, rather 
than a DBD. 
Whose opinion prevails? 
Important for the decision was (a) the opinion of the eligible donor on organ donation (relatives’ 
knowledge of that opinion and registration in the register), (b) the opinion of the relatives 
themselves on organ donation (either registered or non registered in the national donor register) 
and (c) the opinion of the participants who must decide about the body or the organs of the 
deceased: the deceased himself, the relatives or the physician. 
The interviewed donor families and nondonor families differed on all three points. a) It was 
known from all but one eligible donor that they were positive about organ donation; the majority 
had registered as a donor. On the other hand, none of the nondonors had registered. Their 
opinion on organ donation was mostly unknown; if known their opinions were both in favour of, 
and against organ donation. b) Only some participants of the nondonor families were positive 
about organ donation (a few had registered), whereas most donor families were in favour of 
organ donation (the majority had registered). c) Remarkably, the majority of the nondonor 
families felt they had more right to decide about donation than the deceased, because they had 
to live on with the decision, whereas all donor families greatly valued the last will of the 
deceased. 
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Theme 3: Look back 
The decision - evaluation 
Most participants could justify their decision for themselves afterwards. Although nearly all 
participants explicitly stated that they did not regret their decision, half of the nondonor families 
did not persist in their decision and explained to remain ambivalent on their decision, especially 
nondonor families, who had experienced the decision as a dilemma. Most of them disclosed that 
they were incapable of making a well-considered decision and continued to feel ambivalent in 
weighing their own values against the potential organ donors’ values or weighing the interests of 
the potential organ donor against those of the people on the waiting list. They thought that they 
might possibly have given consent if: they had more time; were prepared better; were told in 
advance that the procedure takes so much time; the donation request would have been posed in 
a more empathic and less technical way; or if physicians would have emphasised that donation 
can save other lives. One donor family told that their deceased would not have registered, if he 
had known what the procedure entails. 
Improvement of the decision process/possibilities of supporting relatives 
Nondonor families came up with more suggestions for improvement of the decision-making 
process than donor families. Flaws that were most often mentioned included: “lack of 
information”; followed by “a short period of time to decide”: “Yes, and that happened in one 
conversation, in like, five minutes. So I think, well, how can I decide so quickly about that?” (R25). 
Both donor families and nondonor families stated that the public information about the length of 
the donation procedure was not clear. 
When asked whether they would have appreciated a kind of support or counselling around the 
decision making process, half of the nondonor families gave an affirmative answer, whereas the 
majority of the donor families would have declined such an offer. Those who would have 
appreciated support wanted someone like a coach or a buddy to be nearby during the whole stay 
in the hospital: “When I look back, I would have found it quite nice if they had said like… well, we 
have a counsellor whom you have met before. He will come too and talk everything through, 
because these are far-reaching decisions, he will just stop by later to visit you”. (R28). 
Participants who did not need support for themselves, could easily understand that for others 
counselling would be helpful, for example, when there is no agreement between relatives, when 
people are incompetent to decide because of a shock, when they experience little support from 
their relatives, or when the wish of the deceased is unknown. The kind of support mentioned 
was mediation (when there is disagreement between relatives), creating a pause for reflection in 
a crisis, giving information and explanation about organ donation, being a coach in decision-
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making or during emotional reactions. This task could be attributed to different professions 
(transplant coordinators, social workers, psychologists, hospital chaplains), acting as a confidant. 
 
 
Table 3 Code book – with definitions 
The-
me 
Category Code interview Definition 
Co
nd
iti
on
s 
Urgency Urgency Participant mentions that s/he had little time to decide on 
donation  
Competence Emotions First reaction of participant on donation question, or 
participant mentions being overwhelmed by emotions, or 
participant mentions emotions due to the illness of deceased 
before the request was made  
Mourning reactions 
 
Participant mentions mourning reactions such as being un-
able to understand information, not accepting the death etc.  
Group 
Decision 
Composition and 
number 
Number of relatives, and which relatives, were present when 
the donation request was made 
Agreement Whether the relatives reached agreement on donation or 
not, and how they discussed it to reach agreement  
Et
hi
ca
l c
on
sid
er
at
io
ns
 
Values Aid people Aid people, save people, give someone a better life 
Body holds little 
intrinsic importance 
after death 
Utilitarian view of the body, believing that the body gives 
physical form to the self but is not an integral component of 
the self-identity. 
     easy rescue He does not need his organs when he is dead, easy to give 
them to someone who does need them 
Integrity Integrity of the body, protection of the body, no cutting in 
the body, keeping it whole 
Meaning Donation gives at least some meaning to death, gives comfort 
to relatives 
     live on A part of the deceased one lives on in someone else  
Reciprocity Indirect reciprocity refers to the notion that an individual is 
duty bound to help others as they themselves would want to 
be helped  
Religious/transcendent Ideas on life after death, religious values on life and death  
Motives Farewell It is more difficult to say goodbye for relatives when they 
cannot be present at the moment of visible death, a reason 
to choose for DCD instead of DBD. And it can take a long time 
for the eligible donor to become officially brain dead, 
prolonging the farewell.  
Funeral or burial rituals The organ removal leaves marks on the body, the procedure 
interferes with funeral or burial rituals 
Waiting long 
procedure  
The donation procedure takes time when the family is 
waiting, it is a formal and technical procedure in times of 
grief. Or: there is more time for family to arrive and say 
farewell, accept the death of their beloved  
Wish known (from 
register) 
It was his/her last wish so we should follow it. Registration in 
the donor register is the main reason for consent to donation  
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Et
hi
ca
l c
on
sid
er
at
io
ns
 
Motives Wish unknown Relatives do not know what the deceased would have 
wanted, he was not registered, relatives do not want to 
decide for someone else  
Wish family leading Participant leaves the decision to the relatives: “they have to 
live with it”  
Convictions Contra  donation Statements against donation in general and/or for participant 
himself without further motivation. And: no donation at all, 
also not receiving an organ himself  
Life needlessly 
prolonged  
The life of the patient is needlessly prolonged to obtain 
organs, he has suffered enough 
Organs special 
significance  
Participant makes an exception for organs with a special 
significance for him like the heart, eyes or skin  
Premature death Participant mistrusts the doctors, he thinks they will not treat 
him well if he were registered as a donor or that organs are 
removed before death  
Pro  donation Statements in favour of donation in general and/or for 
participant himself without further motivation. For example: 
everyone should be registered as a donor  
Unknown recipient Relatives do not want to donate since they do not know the 
recipient, his lifestyle and they cannot contact him.  
Dilemma Dilemma Participant mentions different motives pro and contra 
donation which conflict with each other and balances them, 
or cannot make a decision, or remains ambivalent 
Lo
ok
 b
ac
k 
Decision - 
Evaluation 
Justification Participant explains how the decision was made, which 
considerations were taken into account and the way the 
decision was justified afterwards  
Regret Participant mentions that he does (not) regret the decision 
and/or that he is proud of the decision and the way it was 
established. Whether the decision does justice to the wish of 
the deceased   
Persistence (stability of 
the decision) 
Participant states that the decision to donate could have 
been different (without regretting the decision made)  
Improvement 
/ support 
Improvement 
suggestions 
Participant mentions improvements: they needed more 
information, more time to deliberate with others, more 
(empathic) support from HCP etc.; they did not know who to 
ask the question to   
Need for counsellor 
others 
Participant mentions that he can imagine that other people 
might need counselling, or that he might have needed it if the 
situation was different (e.g. if they had not known de 
deceased’s wish, if the relatives had not agreed etc. ) 
Need for counsellor 
own 
Participant mentions that he would (not) have wanted 
counselling himself, or that he asked for support  
Professions support Which profession should give which kind of support; whether 
they had/ should have different roles in guiding the donation 
procedure: physicians, nurses, transplant coordinators, social 
workers, psychologists, hospital chaplains. Also: whether 
support from the latter profession was asked 
Kind of support Tasks that the person who supports should have, such as: 
giving information, mediating between family members, 
creating time and space to think about the question, being 
available all the time 
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DISCUSSION 
The discrepancy between general willingness to donate and the actual refusal of a donation 
request can be explained by multiple factors, with a cumulative effect. 
Firstly, half of the participants (most nondonor families) stated that they felt that they were not 
competent to decide in such a crisis, which is confirmed by other research [6]. The emotional 
crisis might lead to being unable to think of sufficient ethical considerations. The participants of 
this study reproduced far fewer considerations in their crisis than the respondents in “normal” 
circumstances in the studies of Newton [18]. Furthermore, they were confronted with 
contradictory considerations pro or contra. Many considerations mentioned by the participants 
were similar to a number of “beliefs” in the meta-study of Newton [18], but could lead to 
ambivalence. Just as Sque, it was discovered that relatives can struggle with utilitarian 
considerations against their wish to protect the body [4,19,20]; for nondonor families in the 
sample, this could lead to an unresolved dilemma. In contrast to Newton’s study, the “integrity” 
consideration was not religiously founded, perhaps, because most Dutch people do not 
experience their spirituality in an institutional way [21]. Religion was not mentioned by our 
participants as influential. Another difference with Newton’s study is that the interviewees in this 
study never used mistrust of the medical profession as a consideration. 
To overcome the incompetence to decide, it is suggested to wait with the donation request to 
give relatives some time to accept the death of their family member. Thus, this study 
underscores the importance of decoupling, which is advised by literature [10,22]. 
Secondly, the majority of nondonor families did not know the deceased’s wishes. Bramstedt et al. 
reported that when the wish of the deceased is known, families feel themselves ethically obliged 
to make a decision that represents the values and preferences of those whom they represent 
[23]. Indeed, the donor families in this study did not report much distress in decision-making, 
when they could honour the expressed preference of their deceased. However, nondonor 
families felt distress, because they were –in their opinion– the heirs of the body and had the 
deciding vote. These nondonor families thought they had more right to decide about the body in 
their own way, because they had to live with the decision. Thus, considering the decision as a 
surrogate decision [23] –which is also the intention of the Dutch Law on Organ Donation– might 
apply to donor families but not to nondonor families. Posthumous autonomy is contested by 
nondonor families. When forced to make a surrogate decision, some nondonor families refused 
consent for donation, because their deceased had not given any directive. That confirms findings 
that state that families feel “left in the dark” when they have to decide on behalf of the deceased 
person [5,23]. Helping relatives to remember what the deceased would have wanted, elucidate 
prejudices and enumerate considerations might support a well-considered decision [24]. This 
approach seems worth investigation. 
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Thirdly, the findings emphasise the importance of Donor Registration, because it seems to 
prevent dilemmas in decision-making, at least for donor families. Nearly all donor families had a 
hold on the registration in de National Donor Register. Relatives of deceased, who had not 
registered in the National Donor Register, were more inclined to remain ambivalent in their 
decision. Their dilemma could not be resolved by weighing values and convictions. In these cases, 
they justified their decision with arguments derived from the context (lack of time, information 
etc.). Nondonor families did not regret their decision, but half of them remarked that their 
decision could have been different, provided that the context had been different. This illustrates 
the instability of the decision, an instability that was also found in other research [9–13]. To 
resolve their dilemma, a form of support might be desirable. Half of nondonor families would 
have accepted a form of (extra) support, whereas nearly all donor families would have declined 
it. A long-term contact as suggested by Aldridge [22] in combination with a well–trained donation 
professional can stimulate the family to decide in a well-considered way and might have a 
positive impact on the family consent rate [25]. 
As separate point, refusal for consent was mostly defended by various considerations against a 
complete or a partial consent for DBD. The duration of the donation procedure and/or the 
exclusion of specific organs (especially heart) and/or the wish to be present at the moment of 
visible death were, for some nondonor families, a compelling reason to refuse donation, and for 
three out of the twelve donor families to agree only with a DCD-procedure, although a DBD was 
possible. In this study, a DCD was not suggested to any of the nondonor families who refused to 
give consent. Offering the possibility of DCD (when possible), in case the relatives refuse consent 
of DBD, might facilitate consent in a subgroup of nondonor families, when relatives have 
objections because of the time needed for a donation procedure, the wish to be present at the 
visible death, or the exclusion of organs such as the heart. 
Strength and constraints 
This study adds a new perspective to the literature on decision-making on organ donation, as 
many nondonor families were interviewed. Although the sample was not representative, a 
qualitative comparison of donor families and nondonor families could be made to provide a 
unique insight into the reasons why nondonor families refuse consent for organ donation. The 
study was retrospective and explorative. To confirm the suggestions made, further research (an 
intervention study) is required. 
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CONCLUSIONS 
Discrepancies between willingness to consent to donate and refusal at the bedside can be 
attributed to an unresolved dilemma: aiding people or protect the body of the deceased. Non 
donor families feel incompetence to decide and refused donation, whilst their deceased had not 
given any directive. When ethical considerations do not lead to an unambiguous answer, 
situational factors were pivotal. Relatives of unregistered eligible donors are more prone to 
unstable decisions. To overcome long term ambivalence, coaching during decision-making is 
worth investigation. 
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Abstract  
 
Background. In the Netherlands, consent from relatives is obligatory for post mortal donation. 
This study explored the perspectives of relatives regarding the request for consent for donation 
in cases without donor registration. 
Methods. A content analysis of narratives of 24 bereaved relatives (14 in-depth interviews and 
one letter) of unregistered, eligible, brain-dead donors was performed.  
Results. Relatives of unregistered, brain-dead patients usually refuse consent for donation, even 
if they harbour pro-donation attitudes themselves, or knew that the deceased favoured organ 
donation. Half of those who refused consent for donation mentioned afterwards that it could 
have been an option. The decision not to consent to donation is attributed to contextual factors, 
such as feeling overwhelmed by the notification of death immediately followed by the request; 
not being accustomed to speaking about death; inadequate support from other relatives or 
healthcare professionals , and lengthy procedures.  
Conclusion. Healthcare professionals could provide better support to relatives prior to donation 
requests, address their informational needs and adapt their message to individual circumstances. 
It is anticipated that the number of consenting families could be enlarged by examining the 
experience of decoupling and offering the possibility of consent for donation after circulatory 
death if families refuse consent for donation after brain-death.  
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BACKGROUND  
Registration of the organ donation preferences of the eligible donor on a driver’s license or in an 
official donor register has generally been recognised as the major reason why relatives consent 
to organ donation [1-5]. However, only 44% of the adult population of the Netherlands has 
registered in the Dutch National Donor Register. Most of the eligible (brain-dead) organ donors 
are consequently not registered and their relatives often have to decide about donation without 
knowing the preference of the deceased. It is assumed that this situation easily leads to refusal of 
consent for donation [6]. These and other important facts related to transplantation in the 
Netherlands are summarised in additional file 1.  
In a previous article[7], it was ascertained that participants always follow the registered wish to 
donate. When, however, the preference for donation was unknown or informally communicated, 
families usually refused consent for donation. Additionally we found that situational factors have 
more influence on the decision to consent to donation than considerations regarding values and 
motives. This study focused on a unique subsample that contained only relatives of eligible 
donors without donor registration. 
The aim was to obtain insight into the factors that influence the decision-making process of 
relatives of unregistered eligible, brain dead donors, and whether these factors are related to the 
outcome of the request. The relatives’ perspective includes experiences, evaluation of the 
circumstances of the request, accountability for the decision and the way that relatives give 
meaning to the motives that play a role in their decision. Although more than half of the Dutch 
population are in favour for organ donation [8], most families refuse consent for donation on 
behalf of their relatives, when there is no donor registration (see additional file 1). The ultimate 
aim of the study was to determine key factors in the decision-making process from the 
perspective of families who must decide in absence of this donor registration. 
 
MATERIALS AND METHODS  
 
Research design 
A secondary analysis of data from a previous qualitative study[7] with registered and non-
registered potential organ donors was conducted. To account for the differences between 
registered and non-registered potential donors, a new content analysis of the face-to-face, in-
depth interviews with relatives of eligible, but not registered, organ donors was performed. The 
interviews were made with the use of a topic guide (additional file 2). The topics were derived 
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from the research questions, a review of literature [9] and the authors’ experience in the field of 
organ donation. 
 
Additional file 1 – Information about organ donation and transplantation in the Netherlands 
The Netherlands: 17 million inhabitants1 
Number of effectuated organ donors (average2)                total 2323 
            of these:                                                           123 DBD 
                                                                              109 DCD 
Donors per year per one million (average2): 143 
Law on Organ Donation since 24th May 1996, revised  23rd June 2006  
Opt-in system (no presumed consent) with a plea for Active Donor Registration4  
National Donor Register (NDR) since 1998 
Donor registration in the register or by codicil is legally binding 
Participation in the NDR5 : 5.8 million inhabitants (44% of all adults; 34% of total population) 
choice in the NDR:  consent for donation   61% 
   no consent for donation     27% 
   relatives decide   12% 
In absence of registration in the NDR the jurisdiction in the Netherlands to decide on the request on organ 
donation is attributed to 1) the spouse, 2) children 3) the parents. If the wish of the deceased is not 
administrated in the NDR, the legal representative is  not obliged to follow the wish of the deceased. 
Consulting NDR (average2) for organs and tissues3: 
Total: 8,487 
 
Not successful (patient not in register 4,845 (57%) 
Successful (patient in register)               3,642 (43%) 
 
Consulting NDR (average2) only for organs3: 
Total: 611 
 
Not successful                               322 (53%) 
Successful                                      289 (47%) 
     of these:   
       141 consented to donation        (23%) 
       99 objected to donation             (16%)  
       49 relatives had to decide           (8%) 
Organ donation activities (average2): 
Participating donation hospitals: 843  
       – 17 of them (including the eight transplant centres) have 75% of all organ donations 
Transplant centers: eight University Medical Centres and affiliated children hospitals 
Eligible organ donors:                      709 
Register consulted:                           611 
Donation obstructed by relatives: 
   when eligible donor had consented to donation via NDR                   6% 
   when eligible donor was not registered or if register was not consulted:  67% 
 
1 numbers from Central Office of Statistics in the Netherlands (CBS) (http://www.cbs.nl/nl-
NL/menu/cijfers/default.htm)  
2 average of the last five years (2009-2013) 
3 numbers from Dutch Transplant Foundation (www.transplantatiestichting.nl) 
4 source: Kidney Patients Association NL (nierpatiënten vereniging) http://www.nvn.nl/zorg/wet-op-de-
orgaandonatie 
5 National Donor Register  (NDR)  http://www.donorregister.nl  
 
Recruitment period and procedure 
The secondary analysis includes 14 of the 22 cases of the previous study, in which the brain dead 
eligible donors were not registered in the Dutch National Donor Register.  
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All participants of the total study were proxies of potential donors from the Radboud university 
medical centre in Nijmegen and the Sint Elisabeth Hospital in Tilburg, both in the Netherlands, 
between 1st October 2008 and 30th September 2012. In this period, all relatives who were 
confronted with the donation request were asked to disclose their address. The Primary 
Researcher received the name of 52 main proxies, who gave consent to the treating physician or 
the transplant coordinator to disclose their addresses. At least six weeks after death of the 
relative, the proxy was invited by letter for an interview alone or with additional significant 
others, regarding their experiences with donation request. About half of the proxies reacted 
positively on this letter; however, some refused the interview because of the sensitive nature of 
the topic.  
This secondary analysis examines the 14 cases in which the eligible donors were not registered in 
the Dutch National Donor Register. We interviewed 23 participants (six singles, seven pairs and 
one trio) and received a letter from a 24th person. The eight cases in which the deceased was 
registered as organ donor were excluded from the secondary analysis. Prior to the recruitment 
process, permission from the Research Ethics Committees of the two hospitals was obtained. 
 
Additional file 2: Topics for the interviews 
nr interview topics conceptual background 
 Introduction: the process before the request for 
donation; experiences of the proxies in the hospital 
 
1 Considerations to decide for donation on behalf of the 
potential donor 
integrity, 
non-maleficence  
2 The wishes of the potential donor concerning donation; 
the Dutch donor register  
patient autonomy, 
self-determination 
3 The wishes and opinions of the participant concerning 
donation (by themselves) 
beneficence, justice,  
easy rescue,  
gift or sacrifice,  
solidarity, altruism 
4 Need for coaching or (moral) counselling during the 
decision making process; wishes concerning the profile 
of the counsellor 
vulnerability, 
crisis,  
moral distress 
5 review of the decision: peace of mind dignity,  
respecting the deceased, 
pride in the decision 
 Additional comments and evaluation of the interview  
 
Data collection and measurement 
All in-depth interviews were carried out by the Primary Researcher. Interviews took place 
approximately 3.5 months after the death of the relative and lasted between 43 and 90 minutes 
(mean = 65 minutes). All interviews were recorded with a voice recorder and transcribed into text 
Chapter  6 
 108 
format by an assistant. All transcripts were summarised on the topics of the interview (additional 
file 2). This summary was approved by the participants in a telephone call that was made by the 
Primary Researcher. The Researcher also enquired in the same telephone call with participants, if 
aftercare was required, because of the possible emotional impact of the interview. None of the 
participants requested this support; some of them revealed that they were still receiving support 
from a psycho-social caregiver (psychologist, vicar, social worker). 
 
Analysis 
Three interviews were independently open coded by two researchers, following the conventional 
content analysis method [10]. Based on a comparison of the results, the Primary Researcher 
designed a preliminary codebook in cooperation with an Ethicist. Two researchers analysed all 
interviews with the help of this code book, using Atlas.ti 6.2.28©. Codes were checked by sample. 
Codes were refined through constant comparison. Consensus was reached on the attribution of 
the codes to the quotations. No new codes emerged in interview 8, thus, saturation[11] was 
reached (Figure 1). Finally, codes were concentrated in categories and combined to themes 
related to the research questions.  
 
Figure 1: Saturation of codes in interviews 
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Table 1: code book 
Theme Category Code interview Definition Density 
He
al
th
 c
ar
e 
fa
ct
or
s 
Request factors Surprised by bad 
news/ timing of the 
request  
How the timing of the donation request influenced 
the decision, “bad timing”, whether the participant 
was prepared for the request or surprised 
14 
Decoupling 
Whether or not communicating the death of the 
patient and making the donation request took place 
in a single conversation or not, and how this affected 
the participant 
11 
Time to decide / 
time pressure 
Enough time for the relatives to discuss donation or 
the feeling of time pressure 
12 
Information on 
patient before 
donation request 
Whether the participant felt he was well-informed 
about the treatment and the treatment decisions 
that were made previous to the donation request. 
This affected the preparedness for the request and 
the trust the participant had in the care professional 
6 
Privacy Where the request was made: in a separate room/ in 
the hallway/ next to the bed/ etc. and how the 
participant felt about this 
5 
Behaviour of 
care 
professionals 
Care for patient and 
relatives 
Remarks on quality of care for patient and relatives of 
patient 
13 
(Supportive) 
relationship and 
communication with 
relatives; empathic 
request 
Participant stated how he experienced the 
relationship with the care professionals during the 
stay at the hospital and whether this influenced the 
decision-making process; was the request done in an 
empathic way. 
12 
Critical events 
before request 
Things that went wrong which caused stress or 
distrust for the family before the donation request 
was made: communication errors, transmission to 
other hospital/ward, messages of hope from 
healthcare professionals, long stay in the hospital 
before brain death 
12 
Pressure 
(time/direction 
decision) 
Participant mentioned pressure by professionals to 
make a (fast) decision, or other factors that put 
pressure on the decision 
6 
Information 
(in)adequate 
/technical 
The amount, the dosage and the quality of 
information on organ donation provided by the 
physician and whether the participant understood it 
well enough to make a good decision on organ 
donation. 
12 
Information about 
brain death 
Whether the participant understood the concept 
“brain death”, how this concept was explained and 
whether he and other relatives understood that the 
patient was dead.  
13 
Relatives present at 
brain death 
determination 
Participant and/or other relatives were (not) allowed 
to be present when brain death was determined. This 
influenced the acceptance and understanding of the 
death of the patient.  
4 
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Re
la
tiv
es
’ f
ac
to
rs
 
Prior 
knowledge and 
opinions 
Family culture (not) 
speaking freely 
about organ 
donation/death 
The family members (did not) talk(ed) about organ 
donation, death, funeral, last wishes in daily life, 
before admission to the hospital. Quotes on how 
accustomed family members were to talk about 
difficult subjects. E.g. ‘we do not talk much at home’ 
or ‘we always had discussions on everything during 
dinner. ‘  
14 
Knowledge of organ 
donation via (own) 
experience or media 
Participant knew about organ donation and/or the 
procedure before arriving at the hospital because a) 
he knew people who donated, received an organ or 
are on the transplant list; b) he heard of organ 
donation in the media or through education or 
information campaigns.  
9 
Knowledge of organ 
donation rules / 
procedures 
Participant knew rules concerning organ donation 
(for instance: organ distribution system, no contact 
with receptor, no influence on destination organs 
etc.) and procedures (e.g. brain death notification, 
length of procedure etc.) 
4 
Knowledge of 
patients’ opinion 
about organ 
donation/ 
registration 
The participant (did not) know/knew the deceased’s 
preference and/or knew why/that the deceased had 
not registered himself as donor in the donor register.  
12 
Opinion about who 
has to decide 
Opinion of relatives of deceased about who had the 
decisive say about the organs: the deceased or the 
relatives 
5 
Relatives’ opinion 
about organ 
donation / 
registration 
The participant himself was (not) in favour of organ 
donation (with motivation) and was (not) registered 
in the National Donor Register. The other relatives 
were (not) in favour of organ donation and were 
(not) registered.  
14 
Relatives’ 
decision 
making 
Relatives (not) 
prepared for 
donation request 
Participant mentioned that they saw the donation 
request coming, or that they were totally surprised 
by it.  
14 
Relatives 
(in)competent to 
decide 
Participant was (not) able to think clearly/ was very 
emotional/ did (not) get the information  
9 
Relatives (do not) 
support each other 
in decision making 
Participants are the legally appointed representatives 
of the deceased. Other family members also play a 
part in the decision making process, in favour of or 
against the opinion of the participant. Participants 
can also have a caretaking role towards relatives, 
which created an extra burden.  
12 
Agreement between 
relatives about 
decision 
How relatives reached agreement on organ donation 
or not. 
13 
Number of relatives 
who have to decide 
Number and composition of relatives present at 
donation request conversation and/ or involved 
afterwards in the decision-making process on organ 
donation 
14 
Option of DCD 
instead of DBD 
Participants made a choice for DCD instead of DBD 
because they wanted to be present at cardiac arrest 
or did not want to wait long(er) for a DBD-procedure 
14 
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FINDINGS AND DISCUSSION 
Characteristics and typology of participants; interview themes 
Table 2 gives an overview of the study participants. The 14 cases were divided into two groups: 
seven families informally knew the preferences of the deceased, the other seven families did not 
(see Table 3). In families with informal knowledge of donation preferences of the deceased, one 
family mentioned that their deceased relative had a contra-donation attitude. Another family 
explained that the deceased was only in favour of living donation to a well-known person. These 
two families refused consent for donation in line with the deceased’s preferences (Tables 2 and 
3, Type A). The remaining five families with informal knowledge of donation preferences of the 
deceased mentioned that their deceased relative had a pro-donation attitude; one family initially 
gave consent for donation, but withdrew during the procedure; another family could not reach 
agreement and consequently refused consent for donation (Tables 2 and 3, Type B). Only one 
family completely adhered to the deceased’s preference and gave full consent for donation 
(Tables 2 and 3, Type C). Two families consented for donation after circulatory death (while 
donation after brain death was possible) (Tables 2 and 3, Type D). Of the families who did not 
know the deceased’s preference, only one family decided on consent for donation (Tables 2 and 
3, Type E), the other six refused (Tables 2 and 3, Type F). For illustrative quotes, the participants’ 
type is denoted by the capitals A-F (Table 4). 
Twenty-eight codes were identified (marked in italics in this article), concentrated into five 
categories, resulting in three themes (Figure 2; Table 1). The first theme concerned the 
healthcare system: request factors and requestor factors. The second theme comprised items 
related to the relatives: prior knowledge or opinion about organ donation and their decision-
Ev
al
ua
tio
n 
de
ci
sio
n 
(p
ro
ce
ss
) 
Evaluation of 
the decision 
and the 
decision 
process 
(No) regret 
Participant mentioned that he did (not) regret the 
decision and/or that he was proud of the decision 
and the way it was made. The decision did justice to 
the preference of the deceased.  
14 
Decision could be 
otherwise 
Participant stated that the decision to donate could 
have been otherwise (without regretting the decision 
made). 
9 
Improvement 
suggestions 
Participant mentioned improvements: they needed 
more information, more time to deliberate with 
others, more (empathic) support from care 
professionals, they did not know to whom they could 
address questions etc.  
13 
Need for support  
Participant mentioned that he would (not) have 
wanted counselling himself, or that he asked for 
support. Participant could imagine that other people 
might need counselling, or that he might have 
needed counselling if the situation had been 
different.  
12 
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making. The third theme related to all factors concerning the evaluation of the decision and the 
decision process. Representative quotes of identified codes are presented in Table 4 and are 
referred to in the manuscript as ‘Qn’. 
 
Figure 2: Code tree 
 
 
 
Theme 1 Healthcare factors 
    Request factors    
        Timing/preparation for bad news /( critical injury) 
        Decoupling 
        Time to decide / time pressure 
        Information before request 
        Privacy 
    Behaviour of care professionals 
        Care for patient and relatives 
        Supportive communication/relation with relatives; empathic request 
        Critical events before request 
        Pressure (time/direction decision)  
        Information technical / (in)adequate 
        Information about brain death 
               Relatives present at brain death determination 
 Theme 2 Relatives’ factors 
     Prior knowledge and opinions 
        Family culture (not) speaking freely about organ donation/death  
        Knowledge of organ donation via own experience or media 
        Knowledge of organ donation rules / procedures 
        Knowledge of patient’s opinion about organ donation/ registration 
        Opinion about who has to decide 
        Relatives’ opinion about organ donation / registration 
    Relatives’ decision-making 
        Relatives (not) prepared for donation request 
        Relatives (in)competent to decide 
        Relatives do (not) support each other in decision making 
        Agreement between relatives about decision 
        Number of relatives who have to decide 
        Choice for DCD 
 Theme 3 Evaluation of the decision and the decision process  
      Evaluation  
        (No) regret 
        Decision could be otherwise 
        Improvement suggestions 
        Support needed 
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Table 2: Participants and their relatives 
st
ud
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4)
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n 
to
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ot
en
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l) 
do
no
r 
se
x/
ag
e 
ty
pe
 d
on
at
io
n 
di
vi
sio
n 
of
 fa
m
ili
es
 
Ty
pe
 o
f d
ec
isi
on
* 
P34 M39 5 hemorrhage neg R28 spouse F 34 none 
pr
ef
er
en
ce
 (o
f t
he
 e
lig
ib
le
 d
on
or
) 
 k
no
w
n 
to
 fa
m
ili
es
 
A 
R29 friend F 34 
P45 M26 5 Head injury 
(car accident) 
neg R33 spouse F 21 none A 
R34 mother 
in law 
F 54 
R35 father in law M 52 
P32 
 
M52 1 hemorrhage pos R25 spouse F 50 none B 
R26 son M 18 
R27 daughter - 
letter 
F ? 
P49 F45 12 hemorrhage pos R41 sister F 51 none B 
R42 brother 
in law 
M 51 
P05 M 43 16 hemorrhage pos R08 partner F 52 DBD C 
P11 M 44 13 head injury 
(bike 
accident) 
pos R13 spouse F 44 DCD D 
R14 brother 
in law 
M 49 
P38 M64 1 hemorrhage pos R30 spouse F 58 DCD D 
R31 daughter F 28 
P01 M 54 8 hemorrhage unk R01 sister F 53 DBD 
pr
ef
er
en
ce
 (o
f t
he
 e
lig
ib
le
 d
on
or
) 
no
t k
no
w
n 
to
 fa
m
ili
es
 
 
E 
P04 M 64 9 hemorrhage unk R07 daughter F 31 none F 
P22 
 
F 4 1 Oxygen 
deficiency 
unk R19 father M 35 none F 
unk R20 mother F 32 none F 
P23 M59 13 hemorrhage unk R21 sister F55 none F 
R22 sister F55 
P31 F45 3 hemorrhage unk R23 mother F72 none F 
R24 sister F48 
P42 M46 1 hemorrhage unk R32 spouse F 47 none F 
abbreviations: neg = negative; pos = positive; unk = unknown 
* Type of decision: see typology in text paragraph “Characteristics and typology of participants” 
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Table 3: Division of participants 
number preferences eligible 
donor (un)known 
wishes or opinion on 
OD of eligible donor 
decision relatives 
manner 
of OD 
Type of 
decision* 
14 cases 
Preferences eligible 
donor known for 
7 families 
2 contra OD 2 refusal 2 no OD A 
5 pro OD 
1 initial consent; 
later refusal 
1 refusal OD  
2 no OD B 
3 consent OD 
1 DBD C 
2 DCD D 
Preferences eligible 
donor not known for 
7 families 
7 not known 
1 consent OD 1 DBD E 
6 refusal OD 6 no OD F 
OD = organ donation 
DCD = donation after circulatory death 
DBD= donation after brain death 
* Type of decision: see typology in text paragraph “Characteristics and typology of participants” 
 
 
Healthcare system factors 
Request factors  
Nearly all families mentioned a lack of time to recover from the news of the death of their 
relative and their surprise by the request for consent to donation. Those who refused consent 
for donation mentioned that a separation in time (‘decoupling’), between the notification of 
death and the donation request was desirable (Q1). None of our participants experienced the 
decoupling in the communication with doctors. Families with informal knowledge of donation 
preferences of the deceased and a positive donation attitude considered this an omission (Q2). 
Other factors mentioned as contributing to refusal were: needing more time to decide whilst 
feeling pressured to make a quick decision; inadequate or no information preceding the 
donation request; and a lack of privacy (Q3). In contrast, appropriate timing of the request was 
mentioned as a factor leading to consent to donation. 
Factors related to behaviour of care professionals  
Families were generally content with the care for the patient. They felt that care for the relatives 
could, however, be improved. Poor care for the relatives even compelled some families to refuse 
consent for donation: they had to wait a long time for the physician, he/she was rather aloof in 
his/her attitude (Q4), or there was no support for grieving parents. An empathic and good 
relationship with the staff made the whole experience less stressful for relatives, especially for 
those who consented to donation (Q5). If the request was experienced in a less empathic way, 
this factor was given as an extra reason for refusal of consent for donation. A poor relationship 
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with the caregiver, sometimes induced by a critical event in this relationship (Q6), a less 
supportive attitude of the requestor and too many changes in caregivers (Q7), were related to 
refusal of consent for donation.  
Families with informal knowledge of donation preferences of the deceased experienced more 
pressure to donate organs (Q8). When the requestor had a utilitarian approach (Q9) or 
emphasised the interest of persons on the waiting list, some relatives refused consent for 
donation, or did not want to discuss donation at all. However, other participants, who refused 
consent for donation, would have appreciated more emphasis on the benefits of donation (Q10). 
Giving adequate information was seen as an important part of good care. Participants 
mentioned sometimes that information did not sink in, due to emotions (Q11), or because it was 
too technical for them. Some were still upset because they understood the received information 
as contradictory (Q12). Relatives who received adequate information were better able to 
understand the seriousness of the situation; they realised that their relative was going to die and 
understood the concept of brain death.  
Participants deemed clear information about brain death as especially important. All families 
who consented to donation reported that they understood the meaning of brain death, whilst 
some of the families who refused consent for donation required more proof that their brain dead 
relative was ‘really dead’ (Q13). Other refusers rejected the concept of brain death entirely. 
(Q14). 
 
Factors related to relatives 
Prior knowledge and opinions  
The outcome of the donation request was influenced by prior knowledge and opinions of the 
relatives. Families who did not know the deceased’s preference or who were not accustomed to 
speak freely about death and funeral wishes, were often not aware of each other’s donation 
preferences and often rejected donation after brain death. Families who knew the preferences of 
the deceased, on the other hand, usually talked openly about these themes. Donation campaigns 
and documentaries in the media were mentioned as the immediate reason for a conversation 
about organ donation in the family, or the decision to register as donor. Another source of prior 
knowledge was acquaintance with someone on the transplantation list. This was a reason for 
families to donate (Q15). Some participants complained about lack of public information on 
donation rules and procedures. Their prior knowledge on this topic was very limited. Once 
relatives consented to donation, these rules and procedures had to be explained; especially the 
length of the procedure was an unexpected disappointment. In one case, relatives refused 
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consent for donation when they learned that the recipient would remain anonymous, although 
their deceased relative was in favour of donation. 
Opinions of the deceased and his/her relatives regarding donation can be different, and so 
hamper consent: even when families know the explicit preference of the deceased to donate, 
they did not always follow it automatically. These families felt that their opinion on donation 
was more important than the (last) will of the potential organ donor, because they would have 
to live with the decision (Q16). Sometimes, the eligible donor had foreseen this situation and 
decided to allow his/her relatives the freedom to decide, irrespective of his/her preference to 
donate (Q17). Some participants refused to register themselves for the same reason. Moreover, 
even when the relatives were registered donors themselves, they did not automatically choose 
for consent to donate as a surrogate decision.  
Thus, lack of prior knowledge and conflicting opinions contributed to refusal to consent to 
donation.  
The decision-making process by relatives  
The decision-making process was constrained when relatives were taken by surprise by the 
request, when they were in shock and felt incompetent (Q18) to make a decision. Relatives 
inclined to refuse consent for donation when they received less support from each other: some 
participants had to take care of children or parents, support other relatives in their mourning, or 
deal with disagreement in their families. These participants felt unsupported in their decision: 
other relatives refused consent for donation; their deceased relative left them without advance 
directive; family conflicts resurfaced. The donation request was seldom done to the legal 
representative(s) alone, but mostly in the circle of more relatives. Agreement between relatives 
was mentioned as necessary condition by most participants who had jurisdiction. Thus, 
disagreement between relatives automatically led to refusal (Q16). Two participants, who knew 
the deceased would have wanted donation, regretted that they had refused consent to donation 
because of disagreement. (Q19). The number of people engaged in the donation decision did not 
seem to influence the decision either way.  
Although some families of donation-minded patients felt positive towards donation, they decided 
not to follow the preference of the potential organ donor and chose donation after circulatory 
death instead of donation after brain death, whereas full donation was possible (Type D). They 
did not want to wait long(er) or they wanted to be present at the moment of visible death 
(cardiac arrest) (Q20). When relatives refused consent for donation the option of donation after 
circulatory death instead of donation after brain death was not offered to the participants, nor 
deliberated by them, not even when it was clear that the refusal arose from the long procedure 
or the wish to be present at death. 
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Evaluation of the decision and the decision process  
Although there was hardly any regret about refusal, participants that refused consent for 
donation remained ambivalent during decision-making and said that their decision could have 
been different, if the above-mentioned relevant factors had been different (Q7; Q21; Q22). 
These factors were also mentioned by some others, when asked for suggestions for 
improvement. Participants confirmed the importance of more time between the death notice 
and the consent for donation request (decoupling). They stated that they needed information to 
be provided on time and in proportion to their capacity to understand, since they could not 
understand it all the first time. They suggested putting leaflets about brain death and organ 
donation in the waiting room, so that they could be prepared for the possible request and reread 
the information afterwards. Also, they thought it would help them to understand brain death if 
they were allowed to attend brain death determination or when brain scans were shown and 
explained.  
Consenting families often evaluated the donation procedure negatively, because they had to wait 
a long time for brain death to occur and/or be established. Participants of all groups pleaded for 
more information about donation with special attention to the length of the procedure, because 
none of them were aware of this. In retrospect, some participants would have appreciated extra 
time or support from a professional caregiver, since there was disagreement or little support 
from other relatives (Q23). 
 
Metaphoric summary of the findings 
Although this study has an exploratory character only, it can be used to develop a suggested 
model that combines all remarks as a kind of conclusion. It uses a metaphor and picture of the 
participants on the crossroad of their decision process (Figure 3).  
In additive figures, this model was applied for respondent types who made a decision that 
deviated from the deceased’s preference (Figures 4 and 5) and respondents who did not know 
the preference of the eligible donor (Figures 6 and 7). Respondents who adhered to the 
deceased’s preference are not shown. Differences in starting situations gave a different weight to 
the contributing factors. The weight respondents’ gave to these factors is emphasised with 
boldness for important factors, and fading for absent factors.  
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Figure 3 General model  
showing factors that influence the decision process for organ donation of relatives 
 
Legend 3 General model: A participant who has to choose between (left) donation refusal or (right) consent to 
DBD (or DCD, when they had reasons to refuse DBD). Beneath the signpost, all factors are listed that could 
contribute to consent or refusal to consent to donation in absence of the registered preference of the deceased: 
top the healthcare-related factors, bottom the relative-related factors.  
Abbreviations: DCD = donation after circulatory death; DBD = donation after brain death; OD = organ donation 
 
DISCUSSION 
In this study, a model of the decision-making by relatives of unregistered eligible organ donors is 
presented. The main interest is the decision (consent to or refusal to consent to organ donation) 
combined with stability of satisfaction about the decision. The model differs from the thematic 
analysis of Ralph et al. [12], because its main focus is on situational factors. In a previous 
publication[7] , the weighing of values in the decision process was explored, and the conclusion 
was that ambivalence about the decision continues to exist. In those circumstances, situational 
factors were pivotal. In this model, several factors are discerned; firstly, those located in the 
healthcare system and secondly, factors that are connected to the relatives themselves. 
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With respect to factors located in the healthcare system, participants stated that they needed 
more time to recover from the notification of death before considering the donation request. 
Creation of a time span between the notification of death and the request for donation 
(decoupling) is advised in literature [3, 13-16], but is not standard practice in the Netherlands 
[17]. Remarkably, the participants in this study did not recall having this time span, though 
decoupling is common practice in the participating hospitals according to the physicians. The 
difference can be explained by the fact that the study involved grieving participants, who 
sometimes recalled only vague details of the elapsed time [18]. Therefore, more research on the 
actual time between conversations and how this time span is perceived differently by healthcare 
professionals and relatives is required. Participants confirmed the frequently-mentioned 
importance of time, timing and adequate information concerning the request [9, 19]. They 
confirmed that it is important for requestors to take time to explain the donation procedure and 
to give relatives time to make a decision [14, 15, 20-22]. Perhaps relatives’ need even more time, 
both for decoupling and after the donation request than the medical procedure of organ 
procurement allows. Besides lack of time, the participants stated that healthcare professionals 
were not always aware that they did not understand the concept of brain death [16, 23]. Some 
relatives were emotionally incapable of receiving this technical information, some needed proof 
their family member was dead, others did not believe in the concept brain-death. Not 
understanding or accepting the concept of brain death and the requirements for a donation after 
brain death procedure led to a decline in consent for donation in this study. Participants also 
refused consent for donation when they felt that the potential organ donor was seen as an object 
instead of a subject; a utilitarian or organ-focused approach harmed relatives’ relationship with 
healthcare professionals, as endorsed by other studies [24, 25]. Physicians might not recognise 
this approach as a source of conflict that causes unnecessary misunderstandings [26]. For the 
participants in this study, the length of the procedure was an important obstacle, which was also 
shown by Thomas et al. [15]. This stumbling block could be overcome by offering donation after 
circulatory death as a possibility for those who would otherwise completely refuse consent for 
donation. donation after circulatory death could also be an option for relatives who wish to 
witness the heart beat cessation or who do not wish to donate the heart.  
Regarding relative-related factors, healthcare professionals should be aware that participants 
tend to refuse consent for donation when they feel a lack of support from their relatives in 
combination with a lack of professional support. Extra professional support leads to more 
consent and more satisfaction about the decision [27]. Most of the families who did not know the 
deceased’s preference would have appreciated better and more information and supportive 
care, as was suggested in the reviews of West et al. and Walker et al [16, 19]. Good supportive 
care for all relatives before the request increases the possibility of consent.  
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A striking fact concerning this second aspect, was that the preference of the eligible, but 
unregistered donor was not always the decisive factor, in contrast with findings in literature [1, 2, 
4, 28]. That preference was known in half of the cases studied. Remarkably, in the sample, 
knowing the positive, but not registered preferences of the deceased did not automatically lead 
to consent. Posthumous autonomy in these cases was not seen as granted [29] by the relatives 
who told they had to live with the consequences. That option has been ethically-defended by 
Wilkinson [29, 30], but contradicted by Bramstedt [31]. Some families considered the fact that 
the eligible donor was not registered to mean that they could decide for themselves. Of great 
importance in surrogate decision-making is whether the surrogates are used to openly speaking 
about death themes (burial, donation, end-of-life decisions) [32, 33].Familiarity with death 
themes facilitates the group discussion. Although the Dutch legal system attributes jurisdiction to 
(a) specific person(s), agreement of all involved relatives was necessary to decide in favour of the 
request. All but one of the families who did not know the deceased’s preference refused consent 
for donation. Surprisingly, the relatives did not accentuate more negative factors than consenting 
families; they only mentioned less positive factors, such as supportive communication, 
relationships and care. Contributing to more positive factors could therefore be a better way of 
preventing refusal and possible regret about this decision, rather than focusing on negative 
aspects.  
 
Strength and limitations of this research 
In this research, a broad spectrum of opinions was discovered within a small sample of 
participants, who were vulnerable, because of their grief, and often refuse to participate in 
research [34]. A considered and complete overview was compiled by reaching saturation of 
topics (codes). The decision process of relatives of unregistered eligible donors who knew the 
deceased’s donation preferences was compared to those who did not know these wishes. The 
majority of the relatives refused consent for donation. This makes the sample unique, but could 
also give a negatively-biased image of the donation practice. Studies, in which the majority of the 
respondents consented, might give a more positive view, since donors are in general more 
content with the donation process than those who refuse [3]. However, the study provides a 
unique overview of factors attributed to the decision, presented in a model. This model needs 
further research, because the study was explorative. This research underscores the desirability of 
support for relatives, before and during the request period. It nuances the opinion that the 
deceased’s’ preference is key in the relatives’ decision, because families of unregistered eligible 
donors often make their own choice. 
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CONCLUSION  
The decision not to consent to donation is attributed to contextual factors: bad timing of the 
request; feeling overwhelmed; insufficient support from other relatives or health care 
professionals; little knowledge on organ donation (especially on the length of the procedure). 
These factors are more heavily weighted when the preference of the deceased is unknown. Even 
when it is informally known that the deceased favoured organ donation, relatives may ignore 
that wish in the absence of official registration. Healthcare professionals could provide better 
support for the relatives prior to the donation request, address their informational needs and 
adapt their message appropriately, especially when relatives are not familiar with talking about 
death themes. The study findings show that more satisfaction regarding the decision can be 
expected if relatives experience decoupling, and consecutively more consent when the possibility 
of donation after circulatory death is offered to those families who otherwise would have refused 
brain death donation.  
 
Table 4. Quotations divided in categories– with indication of type of participant 
Q 
no 
No 
resp 
type*  
                              * for explanation of type –see text Characteristics and typology of participants and table 3 
Request factors 
1 R24 F R24. We cannot handle this right now. And maybe the way they put it, so soon after 
communicating that “there is no cure anymore”. Maybe that too… My mother had not yet 
recovered from… 
2 R25 B R25. That came right on top of it: “he does not have a codicil.” Well, all in the one sentence 
I think it was. That is why I say, I really feel bad about it. It is like; let us go to him for a 
moment first. 
3 R33 
 
A R33. And then we got [the question] in the corridor: “what do you want?” And, really, no 
more information at all after that. 
Behaviour of care professionals 
4 R23 
/R24 
F R23. It is just, I have a bad feeling about the intensivist that we were dealing with. I think 
she was a real cool and cold lady and she… R24. She was hardly humane. Just a medical… 
5 R31 
/R30 
 
D R31. I think it also matters who delivers it [the death notice]. We just had... R30. A very 
kind doctor. R31. A very good one and she was really nice too. She told us in a gentle way, 
very nicely, but very clearly. Well, there was no doubt about it.  
6 R27 
(letter) 
B R27. That Monday was a very difficult day, and it is still awfully hard. The way we were 
treated at the hospital contributed to that. The fact that I was very afraid that Dad might 
still be able to hear something or be able to think, but could not move his body, was 
immediately cut short by the doctors and was considered rather ridiculous. …but it was my 
father lying there on that bed! We had to say goodbye to him in the end. Of course, I 
wanted him to have as little pain as possible, but because of the ambiguous, “cold” and 
“ridiculing” reaction I still wonder whether he really did have as little pain as possible.  
7 R25 B R25. Well, perhaps then, we would have made a few different choices. Because the doctor 
made his announcement and then “whoosh”, he was gone again. “You can take your time 
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Table 4. Quotations divided in categories– with indication of type of participant 
Q 
no 
No 
resp 
type*  
                              * for explanation of type –see text Characteristics and typology of participants and table 3 
thinking about it, I will be with you in a minute.” Then another doctor appeared, and yet 
another. You hardly knew who they all were. 
8 R41 B R41. So then in the end we said….well…They discussed it with their two children and her 
ex-husband and I discussed it with the doctors about whether we should give consent or 
not. They did try to persuade us a little bit, saying that it was a way of helping other people 
and all that, but actually the children and the husband were really very much against it, so 
that is what I told them. 
9 R25 B R25. [They said]: “He does not have a codicil,… but we can use all the parts of his body.” At 
one point I said, “Well, not his lungs surely, since they must be completely black from 
smoking,”. To which, they replied: “Well, that is rather silly madam, because we can even 
use those.” So I was thinking ”Snatch it all away!” That was really how it felt like then.  
10 R34 A I think that at that moment she said to me, we can make a young man of 20 very happy 
with his heart; I think that she perhaps would have listened… 
11 R08 C R08. Well, then his parents arrived. They were here for three days, and then his brothers 
arrived. I asked the hospital whether a team of doctors could be present when I arrived 
with the parents. I wanted the parents to be well- informed, so that they would finally 
understand that things were not going well. Because his father said: “Look, my son will pull 
through. Next year you will be with us on our holidays.” And I thought: “That is not going to 
happen.” Yeah, well, I suppose losing a child is worse. Because a child leaves your heart, 
and a husband leaves your side, you know. They did not want to understand.  
12 R20 F R20. Then everybody was very angry: “This really can’t be happening!” We had just arrived 
at the hospital. They said: “Three days, and then we‘ll see”. And now, all of a sudden, the 
treatment stopped. She is going to die. She is just going to die. I am thinking: “This cannot 
be happening. My little girl cannot die!” 
13 R25 B R25. We had to ask [the doctors] ourselves if we could take a look at the scan. Because you 
just cannot believe it. I thought: “He is lying there. It is just like he is lying asleep on the 
couch at home. He looks completely normal.” Just let me see that scan, we only wanted 
something… 
14 R41 
/R42 
B R41. Yeah, at that moment you are overwhelmed with grief, gosh, she really has died. My 
parents had not yet realised that she had died. I told them then… that this means…  
{Interviewer: in fact, she is already dead}  
R41. That she is actually already dead. “No,” my father said, “She is still breathing.” “But 
Dad, [she is] not [breathing] herself anymore. “Yeah, yeah, yeah” [acts like her father, 
hesitant, unsure]  
{Interviewer: people do not get that; you do not get that...}  
R41. [acting like father] “And she is still warm. And she is still warm and still breathing. No, 
she is not dead yet,” I said: “But she certainly is brain-dead.” “No, her heart is still beating, 
she is not dead yet.” So… 
R 42. [He is] 77 years old. 
R41. 77 years old, so yeah, he did not really comprehend it. 
Prior knowledge and opinions 
15 R08 C R08. That is what we thought. Just imagine that you have something like that [organ 
failure] yourself and you have been waiting several years for it [an organ]. Can you imagine 
how happy you would be to receive a kidney, for example? (…)  
More arguments? Yes. He also had a friend who had been on dialysis for several years, 
waiting for a kidney.  
16 R30 D R30. That was really important for me: that none of us would have trouble with it 
afterwards. Because if one of us would have said: “Mom, I have a problem with that”, then 
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Table 4. Quotations divided in categories– with indication of type of participant 
Q 
no 
No 
resp 
type*  
                              * for explanation of type –see text Characteristics and typology of participants and table 3 
I would not have done it. No, because I think that is really important, since the four of us 
have to live with it. Yeah, that was really important to me.  
17 R31 D R31. He [deceased] always said…: “Dead is dead. When I am dead they can have all of my 
body. But I will leave you to decide on that, since you are the ones who will have to deal 
with all the hassle.” 
Relatives’ decision making 
18 R20 F R20. And the moment as well: you are really in shock. First you had a healthy child, and 
your baby was always around, and she lived and was hardly ever ill. And all at once you are 
in a situation where everything is so difficult to comprehend, it is in fact incomprehensible. 
And then you have to make such a choice too. Then that [choice] is easily made actually, 
since you quickly say: “No, we will not do it.” Then you do not have to mull over it any 
more. You can go on with what you were doing: being with her [daughter].  
19 R41 /42 B R41. Her ex-husband had fewer problems with it, but the children did not want it 
[donation] in the end. So then I said “Well, let them decide. We will not do it.”  
R42. Though we do think it is a pity.  
R41. Though we do think it is too bad. 
20  R31 D R31. I wanted to be sure. I wanted to see him die. I just could not believe what was 
happening, and I think that if he had gone to surgery alive, well… Yeah, well, alive for us I 
mean. I think that would not have been…  
Evaluation of decision (process) 
21 R21 F R21. If we had been prepared a bit, it would have been totally different. It would have been 
a completely different story. You start thinking about it and talking about it with each 
other. So your circle of people gets bigger when you have to make a decision.  
22 R32 F R32. But if that person [doctor] had said… Well, you know, when the doctors say like… well, 
it is kind of a cold process. You donate a heart and then… He goes cold, uh, warm into the 
OR and comes back cold. That could also be told in a different way. In a way with more 
room for alleviating circumstances. (…) Such nuances do make a difference, I think. Maybe I 
would have said then, well, take his kidneys, yeah, uh… 
23 R41 B R41. Yes, and then I am right in the middle of it [the family who had to make a decision]. I 
managed it all right. I organised everything and all, but yes [the family was flabbergasted]. 
But I did ask for help at one point, and I did not get it. 
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Figure 4: Model of factors influencing the decision towards 
refusal of consent for donation, although the deceased  
was in favour of organ donation. 
Figure 5: Model of factors that influence the decision 
towards consent for DCD, whilst DBD was possible,  
although the deceased was in favour of organ donation 
  
Legend 4: Model for families who did not comply with the 
deceased’s preferences 
Legend 5: Model for families who did not completely  
comply with the deceased’s preferences 
  
Figure 6: Model of factors that influence the decision  
towards consent for DBD, whilst the preference of the  
deceased on organ donation was unknown 
Figure 7: Model of factors that influence the decision  
towards refusal of donation, whilst the preference of the  
deceased on organ donation was unknown 
  
Legend 6: Model for families who did not know the de- 
ceased’s preferences and gave consent for organ donation 
Legend 7: Model for families who did not know the de- 
ceased’s preferences and refused consent for donation 
Explanation for type: see table 3. Important factors are denoted in bold script, absent factors in faded script. 
Abbreviations: DCD = donation after circulatory death; DBD = donation after brain death; OD = organ donation 
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INTRODUCTION 
Organ transplantation is among the major achievements of medical technology in the last half-
century. However, this medical technical solution is possible only on the basis of a medical-
ethical decision: no organ transplant without organ donation. In order to make organ donation 
possible, someone is always needed who can give a positive answer to the question, “May we 
use your organ(s)?”, or “May we use the organs of your loved one, now that he or she is brain 
dead?” Our research is based around this latter question: how does decision-making takes 
place around the request for the donation of a brain-dead person’s organ(s)? Relatives of such 
a patient get asked this question if the patient him- or herself has not indicated a preference in 
the National Donor Register (NDR). Even in cases where the patient has been registered, the 
relatives are asked for their consent or approval for the organ donation. 
Relatives must give their answer in an emotionally charged situation. They must make trade-
offs between several values and interests. As they are making these trade-offs, people can look 
to various quarters for help. In other situations, the patient or their representative can put the 
ball back into the doctor’s court by asking, “Well, doctor, what would you do?”[1] Or the doctor 
can suggest that the patient call upon people who are important to him or her. Sometimes, 
however, significant others have an interest in a particular decision. In order to avoid a conflict 
of interest, a professional outside party could be a solution. The doctor is not necessarily the 
best one to do this, because he or she can also have an interest in a particular decision. 
But the consideration of values that the patient engages in does not have to be the same as 
what the doctor does[2, 3]. The professional outside party can be a confidant, or a counsellor, 
who helps them with their consideration of values—that is, a moral counsellor. In our research, 
in addition to the experiences that relatives and professionals have with the request for a 
donation, there’s also the question whether moral counselling can contribute to decision-
making about the request for a donation involving a brain-dead patient. 
Chapter 1 describes the development of the Nijmegen method of moral counselling. This has 
grown up out of the practice of spiritual care for women and couples who were faced with 
choices around pregnancy after certain findings in prenatal diagnostics. The method builds on 
the practice of Carl Rogers (non-directive counselling) and is guided, as regards ethical and 
moral concepts, by the work of Paul Ricoeur. A didactic model was developed with a view to 
developing and implementing the method, so that the method can be taught to spiritual 
caregivers and to those working in other disciplines. 
Of the two forms of ethical consultation, moral deliberation and moral counselling, the latter 
has been less well understood up to now. Moral deliberation takes place where healthcare 
professionals face morally charged choices in situations where the protocols or guidelines are 
not provided. The doctor who has doubts about the good that can come out of a particular 
Chapter  7 
 130 
situation can rely on a conversation with other healthcare professionals. An outside 
moderator—in our hospital, someone who has the requisite communicative and ethical 
competencies—guides this discussion methodologically. By analogy with the professionally 
guided conversation between healthcare professionals (moral deliberation), a professionally 
guided discussion can also take place with a patient and/or their closest relatives (moral 
counselling). The Nijmegen method for moral deliberation and the method for moral 
counselling are mutually complementary, as it were[4]. Doctor and patient can engage in 
shared decision-making if each of them has been able to engage in his or her own process of 
consideration. For the patient, too, this process can also demand some form of professional 
methodological support.  
 
Research path 
With a view to implementing the moral counselling method further, we looked at where this 
could be put to use, and perhaps validated. The request in the ICU for postmortal organ 
donation is well suited for this. This happens each week in our hospital. Relatives are often not 
prepared for this, and a decision has to be taken under a degree of time pressure. Given the 
problem sketched out in the introduction to the present thesis around the concept of brain 
death, decision-making doesn’t take always go that smoothly. Our research is focused on 
experiences with requests for organ donations, from the perspective of both the healthcare 
providers and of the relatives. Finally, we ask whether there might be a role for a healthcare 
professional who specialises in ethics and counselling.  
In order to answer the research questions, we pursued three lines of inquiry: 
1. We looked at what is known in the literature about organ donations in the cases of 
brain-dead patients. Our method: literature review (Chapter 2; abbreviation: L). 
2. We asked healthcare professionals for their experiences with requests for organ 
donations; what difficulties they find in this connection; what problems they see for 
family members who must make decisions in this regard; whether they have ever 
observed that family members have, in retrospect, made a decision which they have 
regretted; what can, from the perspective of healthcare professionals, be improved 
when it comes both to making requests of relatives for organ donations and to offering 
guidance to these relatives in the formulation of a satisfactory answer. Method: focus 
group study (Chapter 3; abbreviation: F). 
3. We asked relatives who have been confronted at some point with the request for an 
organ donation what their experiences have been with it; what considerations came up 
when it came to making the decision whether or not to donate; the need for some form 
of guidance in order to come to a satisfactory response to the request for the donation; 
7General findings, and discussion 
 131 
the level of satisfaction with the eventual decision. Method: in-depth interviews based 
around these five themes. Result: Chapter 4 (survey of respondents; abbreviation: R) 
and chapter 5 (secondary analysis; abbreviation: S). 
 
FINDINGS AND DISCUSSION 
As we have noted, what prompted our research was the question whether moral counselling 
could be helpful in the area of organ donations. Given that there is little information about how 
decisions on organ donation are made, we have tried to form a picture of factors that are 
important to relatives of eligible donors in taking a decision on organ donation. I have shown 
the main factors in the attached grid which makes it clear what is important both to healthcare 
professionals and to relatives. The key element in the grid is the decision-making process, 
which includes the factors that are important to the main participants in the decision (see box 
2: Decision making). Prior to the decision, all kinds of arguments and views on the part of the 
relatives play a role (see box 1: Arguments). These views come under pressure during the 
decision-making process, and/or are at risk of not coming to the fore, or of not being able to. 
After the decision (a donation or no donation, as the case may be; see box 3: Choice), a look 
back is taken with the relatives (see box 4: Retrospection) both at the decision itself and at the 
decision-making process and what could have been done differently along the way. 
Next, we present our findings with the factors listed in the grid and presented in italics within a 
border, followed immediately by a discussion of the findings (in roman script). Some findings 
can contradict others, because they come from different sources. We are still trying to 
determine what this means.  
The discussion follows the presentation in the grid and not exactly the sequence of the survey 
questions as presented in the introduction to the present thesis. The general questions about 
how the request for a donation has been experienced are discussed in sections 2.1 (the 
experience of relatives) and 2.2 (the experience of health professionals). The questions about 
the donor register are considered in section 1.1, while the look back at the decision-making 
process is in section 4.1. The question about the desirability of support in coming to a decision 
is answered with the findings that are presented in 4.2. The findings prompted us to draw a 
comparison between donor and nondonor families (1.2), and between how relatives on the one 
hand and healthcare professionals on the other, experienced the request for a donation (2.3). 
We devote a separate section, 3, to the various options for the decision.  
After having discussed all these findings, we return to the question, which gave rise to our 
research, of whether moral counselling can play a role in decision-making around the 
postmortal donation of organs. 
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1. Arguments - views on donation 
Both the eligible donor and the relatives who have to make a decision about donation have 
views on organ donation. In our model, the arrows point from there to the moment in which a 
first answer has to be given to the request for a donation. 
1.1. The National Donor Register 
In a number of situations, those involved have recorded these views in the NDR (survey 
question 1.2). This has considerable influence on the outcome of the decision.  
Findings 
Healthcare professionals observe that the decision to give consent is especially difficult when 
the wishes of the patient about donating are not known, or when family members cannot 
agree on the matter. In such cases, refusal comes more quickly (F). A decision by relatives is 
taken more easily if the views the brain-dead patient had on organ donation are known (L). It’s 
for these reasons that healthcare professionals appeal for a mandatory registration system 
(Active Donor Registration) (F). Besides, not all healthcare professionals are registered as 
donors, but have sometimes —even if they themselves regard organ donation positively— 
chosen to leave the eventual decision to relatives on the basis of their experiences with how 
donations are handled (F). Healthcare professionals notice that the convictions and values that 
relatives hold seems to carry more weight than those of the patient, if the latter has not 
recorded his or her wishes (F). In all cases in which the patient was registered as a donor, the 
decision seems to have been taken more easily, and the patient’s wishes were followed (R). 
Relatives who were themselves registered donors sometimes refused a donation on behalf of 
the patient (S). In our group, the majority of relatives could not rely on the NDR. Because we 
saw that they had the greatest difficulty in coming to a decision, we have devoted a separate 
chapter to them (S). If the wishes of the patient have not been recorded in the NDR, it is not 
always heeded (S). 
Legend: (F): Focus interviews: Chapter 3; (R): Respondent survey: Chapter 4; (S): Secondary analysis: Chapter 5 
 
These findings lead to a number of recommendations. It seems to be important that people 
make known their views on donation in a timely manner, so as to save relatives from having to 
make a difficult and painstaking decision. Relatives are helped in their decision-making if they 
know what their loved ones want to do with their bodies at the threshold of death, and follow 
these wishes for the most part [5-7]. It is best to record the will in writing in the donor register, 
but it can also be declared informally [6, 8, 9]. Notwithstanding doubts about the effectiveness 
of traditional publicity campaigns [10, 11], the government, together with all its partners in this 
area, should draw attention to the importance of donor registration. These publicity campaigns 
should make clear what brain death entails, that a donation procedure can take quite some 
time, and that the recipient is anonymous. This kind of information can prevent a number of 
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common misunderstandings [12]. 
1.2. Differences of opinion between donors and nondonor families  
Being registered or not in the NDR — this is an important difference between donor and 
nondonor families. But they also differ in terms of the views they hold. 
Findings 
All participants cited doing the right thing, helping people, and solidarity as important values. 
The integrity of the body was also held to be important, but especially by relatives who refused 
to make a donation (R). Motives such as “not wanting to decide for another”, “the donation 
procedure lasts too long”, and the wish to be present to see the moment of death, were also 
decisive factors in refusing a donation or to dispense with a brain-death procedure (R). In 
addition, strongly held convictions also led to a refusal to donate. Most convictions are hard to 
rebut given how forcefully held they are: “Organ donation causes premature death”, “the 
patient shouldn’t have to suffer any longer”, “the patient’s life or suffering is needlessly 
prolonged by organ donation” (R). Nondonor families emphasise the integrity of the body of 
the deceased, and go by their own views on how to deal with the body of the brain-dead 
patient (R). By contrast, donor families approach the donation in a utilitarian way, and 
prioritise the will of the donor, which has often been written down (R). There can be a 
contradiction between what the patient would have wished and what the family wants; if the 
family presses on with its wishes, they are motivated by the view that “we must get on with the 
decision” (S). Finally, for some families, the emphasis that healthcare professionals placed on 
the interests of the people on the waiting list, or a utilitarian approach, were reasons to refuse 
to make a donation (S). 
Legend: (F): Focus interviews: Chapter 3; (R): Respondent survey: Chapter 4; (S): Secondary analysis: Chapter 5 
 
“Following the wishes of another” [13] versus “we can decide what happens to our loved one 
or their organs” seems to be most important dividing line between donor and nondonor 
families. If the views and wishes of the patient regarding organ donation were not known, 
donation was refused in almost all cases. Relatives then argue: “if they’d wanted to do it, they’d 
have said so”, or “then they should’ve said so”. People seemed to want to avoid taking a 
decision, and refused for that reason [14]. But even where it was known that the patient had 
wanted to make an organ donation, their wishes were honoured either not at all or only 
partially. The family then said, “that’s not how we want to see you die”, meaning a DBD, 
whereupon they gave consent for DCD.  
The question that arises here is whether there is such a thing as postmortal autonomy: can, or 
may, people decide on the liminal point beyond which they are dead? This question is 
discussed within both juridical and ethical frameworks [15-17]. But even if the law provides a 
definitive answer, this is not automatically followed up on. It has happened on several 
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occasions that a patient is in favour of donation, but that the family blocks a donation 
procedure [18, 19]. Most of the regret at refusals can be traced back to this situation: “We have 
not done what our loved one would have wanted” [8,20]. Healthcare professionals in our focus 
interviews also had concerns about this regret, if the patient was registered in the NDR.  
 
2. Decision-making  
Relatives’ decisions about donating organs of a brain-dead loved one often have to be taken 
unexpectedly. Their first reaction could be to draw on views that they themselves hold and on 
those that the patient holds. But the situation itself, and the hospital context, with all kinds of 
health professionals around, influences the eventual decision.  
2.1. The relatives who must make the decision 
Relatives describe their experience of the situation in which the request was made (survey 
question 1.1). 
Findings 
Relatives sometimes react with incredulity or incomprehension to the diagnosis of brain death, 
and they sometimes want to avoid taking a decision or are in shock at the unexpected 
notification of death or brain death; non of this is a good starting point for making a good 
decision (L). Making a decision about organ donation is complex because of (the sense of being 
under) time pressure, the feeling of not being to think clearly as a result of being in grieving, 
and the felt need to arrive at a consensus with all relatives about the decision (R). 
Disagreement in families leads to a refusal to make a donation (S). If relatives find little support 
from one another, a refusal to make a donation results (S). The number of people who have to 
decide does not appear to influence the decision (S). Families in which it is taboo to talk about 
death and dying and anything related to this (including organ donation) generally refuse to 
make a donation (S). The theme of organ donation is discussed in families following press 
campaigns or if people know someone in their own circle who has had something to do with 
making a donation (S). Rules and procedures around donations are often not known. The 
anonymity of the recipient and the length of the donation procedure can surprise people who 
are in principle in favour of donations and push them towards refusal (S). 
Legend: (L): Literature review: Chapter 2; (F): Focus interviews: Chapter 3; (R): Respondent survey: Chapter 4;  
(S): Secondary analysis: Chapter 5 
 
Relatives who are asked for a donation must deal with the announcement that their loved one 
is either dead or dying. This causes all kinds of grieving responses, and sometimes makes 
emotions run high. It is not the best circumstance in which to give an answer to the request for 
an organ donation. One may wonder whether, in the words of one of the health professionals 
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in our focus-group survey, some of them do in fact have the capacity to decide. In a situation in 
which they are simply overwhelmed by what has happened, they still must make a decision 
about donating someone else’s organs. That can be too much to ask, if you have nothing at all 
to go on that would tell you what that person would have wanted, and if you yourself do not 
know what you want you would like to see happen with and for them. And it becomes more 
complex, because one has to work things out with people who have all kinds of different 
orientations, people who have their own relationship with the patient, and their own views on 
donation. In our research, the number of people who have to decide does not seem to be of 
importance; in other research, it does [21]. The initial answer is often given based on emotions, 
and this can mean a premature “no” [14] that is difficult to rescind[22]. If a solution is provided 
by the NDR, or by a shared conviction about what the patient would have wanted or about 
what is most appropriate for them, then the decision does not have to be difficult [23, 24]. 
Registered donors also speak more easily in their own circle about their wishes in favour of 
donation [25]. But if this is not spoken about in their own circle, then that leads, rather, to a 
refusal to make a donation—and this has also been confirmed by other research [21, 26, 27]. 
Healthcare professionals can sometimes anticipate that the request for a donation can confront 
relatives with a difficult task. This is the case if it has already been observed beforehand that 
the conversation about death and everything that goes with it (burial, cremation, autopsy, 
organ donation) did not take place in the environment in which the patient and their relatives 
lived. But this is equally so if there are all kinds of troubled relationships among the relatives, so 
that they are unable to support each other in taking a decision as serious as whether to donate 
an organ [28]. In this situation, the recommended course of action can be that healthcare 
professionals offer an extra bit of support, because relatives are unable to give that support to 
each other if they also have to deal with these overwhelming events.  
2.2. The hospital context and what healthcare professionals do 
In the Netherlands, it is the patient’s treating physician who, as a rule, makes the request for 
organ donation. Sometimes relatives themselves broach the subject of organ donation, in most 
cases adding that they want to cooperate if it comes down to that. Healthcare professionals 
(doctors, staff in the ICU, and transplant coordinators) also have influence on decision-making 
in that they influence the contextual factors (see the dotted arrow to “relatives” in the grid). 
Their experience of the donation request is given below (survey questions 2.1 and 2.2).  
Findings 
Healthcare professionals can contribute to well-thought-through decision by seeing to it that 
the request for a donation is well timed, and that readily understandable information is 
available on everything related to donation (an explanation of brain death, procedural 
information, the legal framework, and so on) (L). Participants in the focus groups know all 
forms of support that are in the literature, but noticed that colleagues did not always 
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demonstrate best practice in this regard (F). Decoupling—that is, seeing to it that some time 
lapses between the announcement of the actual or impending death or brain death and the 
request for permission to extract the deceased’s organs—is seen as important. This is less 
necessary when relatives themselves bring up the subject (F). According to healthcare 
professionals, both patients and families have too little knowledge, and a lot of prejudices, 
about organ donation (F). They therefore see giving information, and especially an explanation 
of what brain death is, as their most important task (F). It is difficult for them to explain brain 
death on the basis of the clinical picture, because that shows that the patient still has vital 
signs (breathing and heartbeat). Brain death is easier to show with results of the research that 
is required for organ donation, such as a brain scan. Relatives sometimes dispense with an 
entire brain-death procedure, because DCD is easier to understand and goes faster (F). Making 
the request the right way—that is empathetically—requires training and experience (F). 
Making this request is not easy for a healthcare professional, because the patient, their 
relatives, and people on the waiting list have mutually conflicting interests (F). A healthcare 
professional’s feeling comfortable with making the donation request reduces the level of stress 
felt by those who have to respond to the request (F). Trust plays an important role in the 
relationship between the treating physician and the relatives (F). Participants in focus groups 
therefore find it important that an established professional guide the entire donation process, 
but they see no advantage in engaging an independent counsellor for this (F). When it is known 
that the potential donor themselves wanted to donate, a refusal of the request for a donation 
is difficult for healthcare professionals to digest. Doctors generally do not go against such a 
decision, while transplantation coordinators are inclined to negotiate (F).  
Legend: (L): Literature review: Chapter 2; (F): Focus interviews: Chapter 3 
 
The focus interviews show that healthcare professionals generally know how they should 
proceed when it comes to the request for a donation. They know the factors that influence the 
decision and that they can themselves change [29], as well as what advice on best practice. 
However, the participants sometimes saw colleagues, some inexperienced, make the donation 
request at the wrong moment (too quickly) or phrase it in a less than helpful way. They 
therefore called for good training—as has been done elsewhere, too [30, 31]. We subscribe to 
that call. 
 
2.3. Difference between relatives and healthcare professionals 
The experience that healthcare professionals have of dealing with the request for a donation 
differs in a number of respects from the experience that relatives have. 
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Findings 
Relatives—especially the nondonor families—wanted more or better information, more time, 
and less pressure in order to arrive at a good decision (R) (S). Their sense was that the request 
for a donation came too quickly after the notification of the death or brain death (there was no 
decoupling), and they felt overwhelmed (S). They were satisfied with the care the patient had 
received, but felt that the care that they themselves, as relatives, had received could have been 
better: less turnover of the healthcare professionals assigned to them, more consideration, and 
attention to their need for support and empathy (S). Adequate information is important: not 
technical, or not too technical, and tailored to their ability to understand (because of their 
emotional strain) (S). Information and explanations about what brain death means, possibly 
supplemented by proof of this (scans, electro-encephalograms, and so on) are important in 
convincing relatives that their loved one is really dead (S). 
Legend: (R): Respondent survey: Chapter 4; (S): Secondary analysis: Chapter 5 
 
Although healthcare professionals themselves believe that they give enough time and 
attention, and do not exert any pressure, to get relatives to make a good decision, relatives 
indicate that this is an area of some weakness. Certainly the nondonor families wanted more 
time — and more, better, and more-adequate information. In any case the shortfall here 
played a role in their refusal. There is a noticeable difference of opinion about decoupling — 
deliberately allowing time to lapse between the announcement of the patient’s actual or 
impending death, and the request for permission to extract the organs. Our respondents did 
not get the sense that there had been a decoupling. Especially in cases where the patient was 
not registered, relatives explicitly indicated that they really needed it. The suggestion we made 
to practice decoupling prompted surprise among healthcare professionals in our hospitals: in 
their eyes, decoupling was being practiced in just about all cases. Comparable discrepancies 
have been described in the world of the ICU: healthcare professionals experience their way of 
communicating differently from how relatives experience it [32-34]. This prompts us to make 
the suggestion that further research be done into the way decoupling is done by healthcare 
professional and the experience of this practice by relatives of potential donors.  
Another discrepancy between healthcare professionals and relatives lies in how each group 
experiences “an expected death”. The latest report of the Health Council of the Netherlands 
[35] describes the distinction between an expected and an unexpected death solely from a 
medical perspective. A patient who comes into the emergency room with a brain trauma early 
in the morning and is declared brain dead in the course of the evening, dies “expectedly” as far 
as the Health Council is concerned. This death is utterly unexpected for the family, however. 
Most respondents experienced an unexpected death of this kind as a crisis in which they had 
difficulty thinking straight. Health professionals could have had paid more attention to this, 
they said, by preparing family members earlier or more gradually for a possibly fatal outcome. 
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Briefly, then, healthcare professionals should be more conscious of how important a factor 
time is in the decision-making process. It’s a matter of how much time healthcare professionals 
spend with relatives before, during, and after the request for a donation, but also of how much 
time relatives are given to get the notification of the brain death, how much time to take a 
decision on the request for a donation, how much time they want to spend to bid farewell to 
their deceased loved one before the donation, and how much time it costs to carry out the 
donation procedure. Here differences in experience arise between relatives and healthcare 
professionals, who should convey the impression that they have all the time in the world for 
the relatives [34], even as both sides are well aware that time is not unlimited.  
In addition, understandable information is an important factor in the decision on making a 
donation. Literature [5], healthcare professionals and relatives affirm the importance of 
understandable information. In particular, more easily understandable explanations about 
brain death are necessary, as has been argued extensively in the introduction to this thesis. 
These explanations—but also factual information such as on the length of the donation 
procedure—can easily be given by healthcare professionals, but are not always so easily 
understood by relatives. Healthcare professionals should not only give the information, but also 
check to make sure it has come across effectively in this emotionally charged situation. In 
earlier research, therefore, family communication coordinators were introduced [36,37. 
Trained donation practitioners [38] can also fulfil this role. The information given can be 
supported by written materials that are placed in the waiting room in the ICU [24, 39].  
 
3. The choice: to donate or refuse (or choose some variant) 
When the family has come to a decision, this can still change as a result of events.  
Findings 
The initial decision is generally not revisited, and certainly not if it is to refuse to make a 
donation (L). Healthcare professionals do not ask whether relatives want to reconsider a 
refusal—they do not want to the give the impression that they are exerting pressure (F). 
Sometimes relatives who are in principle in favour of donation and who have even given their 
permission, go back either fully or partially on their decision, because they cannot agree to the 
procedure for DBD (S). Nondonor families indicated that their decision could have come out 
differently if certain contextual factors such as timing, decoupling, information, and proof of 
brain death had been different (S).  
Legend: (L): Literature review: Chapter 2; (F): Focus interviews: Chapter 3; (S): Secondary analysis: Chapter 5 
 
These findings lead to the recommendation that healthcare professionals also ask relatives 
after their answer of yes or no what it is that has motivated their decision. Asking about this 
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motivation is not usual practice among our respondents and those who have taken part in 
other surveys [14, 40]. Healthcare professional indicate that they do not do this because they 
are not trying to persuade relatives. From our research it would appear that relatives 
sometimes decide on the basis of wrongly understood information or incorrect knowledge. If, 
for instance, people refuse to make a donation because they believe, falsely, that the deceased 
can no longer be laid out at home, this can be rectified. This can lead to the decision’s being 
reviewed [12]. Our respondents sometimes had the experience that, after their no, the 
conversation was quickly over. A second conversation can turn a no that’s based on ignorance 
into a yes [41]. Communication training sessions for those who request them [30]can increase 
what’s known as the health literacy of the relatives[42]. 
Findings 
Healthcare professionals do not always strive to achieve everything that’s possible; sometimes 
the DCD is a compromise between a DBD and a refusal (F). Still they did not raise the possibility 
of a DCD instead of after brain death when relatives refused a donation because of the length 
of the donation of the procedure for a DBD, or because they wanted to be present to see the 
moment of death (S). Healthcare professionals can imagine that the length of the procedure 
can be a reason for refusing a donation (F).  
Legend: (L): Literature review: Chapter 2; (F): Focus interviews: Chapter 3; (S): Secondary analysis: Chapter 5 
 
Relatives often do not know anything over the length of the procedure. Sometimes they find 
out about this only after they have already given their consent. For one family, that was a 
reason to withdraw its consent; for others, that was a negative point in the overall procedure. A 
number of families found it extremely stressful that there was such a long wait until the brain-
dead patient could be back with the family, so that they could start grieving. 
Healthcare professionals should indicate this aspect in a timely manner, so that the relatives 
can include it as a factor in their decision-making. In addition, it is recommended that publicity 
campaigns be used not only to present a donation as a “gift of life” for people on the waiting 
list but also to indicate what “sacrifice” is being asked of the relatives. That will do justice to 
both aspects [43, 44].  
In some situations the wish for a shorter procedure, or to be present at the death, can be 
encountered. In such cases, healthcare providers can suggest a DCD as an alternative, so that 
relatives do not have to wait until a patient is brain dead, or until all time-consuming tests are 
done for a DBD. Our respondents indicate that this alternative is not offered, even though 
healthcare professionals in the focus study indicate that they do in fact do this, or at least 
sometimes. In the current advice from the Health Council of the Netherlands, the choice 
between a DBD and a DCD is based exclusively on medical considerations [35]. We recommend 
that this alternative be offered earlier and more often, and certainly if, after more-in-depth 
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questioning, it appears that either the long wait or the wish to be present at the moment of 
death was a reason for refusal. The choice between DBD and DCD can thus be made based on 
social and moral considerations. 
 
4. Looking back 
We evaluated relatives’ decision-making process with them, as well as their level of satisfaction 
with the decision (survey question 1.4). We also asked what would have made the process 
better or easier, especially what the healthcare professional could have done differently 
(survey question 1.3). In the presentation of findings, we also include the literature and the 
experiences of healthcare professionals (survey question 2.3). 
4.1. The decision-making process 
Findings 
The levels of satisfaction with the decision-making process on the part of the relatives was 
determined, among other things, by the level of care shown by the healthcare professionals 
when it came to the request for a donation (timing, whether the request was empathetic, 
whether there was enough time to consider the request, and a suitable room to consider it in), 
and the level of care shown to both the patient and the relatives (L). A lot of research on organ 
donation is focused on the question: How can we ensure that we obtain more organs? This 
approach is labelled utilitarian: the requestor wants to use something belonging to another 
that he or she no longer needs (L). A limited number of studies look at how the relatives 
experience the request for a donation, and at what sort of feelings they subsequently have 
about their answer (L). Relatives who give their consent have a lot less regret at their decision 
than those who refuse to make a donation (L). Healthcare professionals are not familiar with 
possible regrets on the part of relatives after their decisions. They can imagine that relatives 
can come to regret it if they refuse to make a donation, even though their loved one is a 
registered donor (F). However, this situation is exceptional, whereas regret at having refused in 
cases where there has been no registration happens much more often (L). There is more after-
care for relatives of donors than for families who refused to make a donation. There is thus less 
of an opportunity to track levels of regret at having refused to donate—and in any case the 
question about any regrets is not asked (F). Looking back on their decision, nondonor families 
give more suggestions than donor families on how to improve the decision-making process (R) 
(S). In half of the cases, nondonor families indicate that they are ambivalent about their 
decision: in other circumstances, they say, they would probably have given their consent for 
donation. They seem to be more sensitive to contextual factors. 
Legend: (L): Literature review: Chapter 2; (F): Focus interviews: Chapter 3; (R): Respondent survey—Chapter 4  
(S): Secondary analysis: Chapter 5 
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Researchers and healthcare professionals generally link satisfaction at the decision on donation 
to having consented to donate. For relatives, the level of satisfaction is linked to being at peace 
with the choice they have made, and not being ashamed at it.  
In a request for a donation, the moral assumption is often lurking[45] that the needs of the 
patient on the waiting list are of the greatest importance [46]. The relatives of the brain-dead 
person must thus put aside any needs they themselves have. We, however, take the view that a 
brain-dead person can never be seen as mortal remains with usable parts, no matter how high 
the need is on the waiting list. One family was told: “We can use everything your husband has.” 
On hearing this, they decided not to donate. Even if relatives themselves use materialistic 
language, still one has to be careful in dealing with the “easy rescue” message, and avoid being 
too quick to say that the other no longer needs it. Morally coercive requests can lead people in 
grief to reject a utilitarian rationalistic approach. A morally neutral approach that does justice 
to both patient and family involves referring to donation as an option in end-of-life care [45]. 
We agree with the advice that emerged from the focus interviews: it is better to give more 
attention and more time for the sake of good decision-making, than to create too much 
pressure in order to get quick agreement.  
4.2. Organisational improvement and support for organ donation 
Respondents come up with many points for improvement when it comes to organisation 
(continuity between healthcare professionals, regular family conversations, the timing of the 
request for a donation, decoupling, plenty of time to make the decision after the request), the 
attitude of the healthcare professional (showing empathy, not taking a utilitarian approach), 
information (timing and giving it doses of the right size, terminological uniformity, making sure it 
is not too technical, checking to make sure it is understandable, supplementing explanations 
with brochures and scans or electroencephalograms), the environment (enough privacy, coffee, 
and so on), and support, including emotional support (in cases of disagreement among 
relatives, if they cannot support each other). Most of these points of improvement are also 
cited in other research into experiences with requests for a donation [22, 47, 48]. 
Findings 
Nondonor families are less satisfied with the level of care they themselves received (S). They 
often did not know the length of the procedure. For donor families, that was a disappointment, 
while for nondonor families it was sometimes a reason, or a further reason, to refuse to make a 
donation (R) (S). Donor families said afterwards that they had not missed support with their 
decision-making process, whereas nondonor families said they would really have appreciated 
support (R). Support with the decision-making process from a professional appears to have 
been desirable in cases where relatives had different opinions (mediation), where people are in 
shock after the announcement that their loved one has died (a break for reflection, and 
7General findings, and discussion 
 143 
creating an atmosphere of calm), where relatives cannot support one another (supplementary 
support), and where the wishes of the deceased are not known (counselling on important 
values) (R). The aforementioned professional works for the relatives as their confidant, and if 
needs be can also provide information and explanations over the donation procedure (R). 
Legend: (R): Respondent survey—Chapter 4; (S): Secondary analysis: Chapter 5 
 
Families who cannot rely on a will or a written will are the ones who need support the most. 
The clearer it is what the patient would have wanted, the more easily the relatives can make a 
decision [39, 49]. In the end, “doing the right thing by the deceased” is a decisive argument, 
and it makes a contribution to getting over the grief at the loss [6], and prevents regrets. 
 
MORAL COUNSELLING 
The occasion for our research was the question: Could there be a role for a healthcare 
professional who specialises in ethics and counselling when it comes to making a decision on 
donating the organs of brain-dead patients? In the course of our research, this question was 
pushed somewhat to the background by the sheer amount of material that was called up by the 
conversation about organ donation in general. But we want to close out our research by 
considering it once more. 
It appears from the literature that various practical initiatives for assisting relatives with their 
decision on donation lead to more consent [37, 38, 50, 51]. Such initiatives have not, however, 
led at the national level to standard offers of support or counselling to relatives. The initiatives 
place greater emphasis on obtaining more organs then on increasing levels of satisfaction at 
the decision. Still, research suggests that a substantial number of relatives—and especially 
those who refused to make a donation—regret their decision [8, 20, 52-55].  
From the focus interviews, it appears that healthcare professional believe it is not appropriate 
to give an extra form of support to relatives who are faced with a request for a donation. They 
see that relatives sometimes struggle with this decision, and in those cases they offer help by 
giving sound explanations. They also find it important to offer the time and the space to make a 
decision. Some healthcare providers fear that counselling can put unwanted pressure on 
people who are in an emotionally shattered state. This counselling is, however, a means to ease 
the pressure, in that that time is taken to explore these emotions and to connect these with the 
moral feelings and convictions. Healthcare professional do see, then, the difficulty that relatives 
have in coming to a decision, but do not evaluate a decision with them once it has been taken. 
Hence they do not know whether people are satisfied in the end with the decision they have 
taken with such difficulty. 
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It appears from the respondent survey that relatives who can rely on the testament in the 
donor register can easily accede to the request for a donation. They have no need for support 
in making their decision. By contrast, relatives of potential donors who are not in the register 
are left alone to make their decision, so that they have a need earlier on for some form of 
support. Those who must decide without guidance from their loved ones often remain 
ambivalent if, as is often the case with them, they refuse the request for a donation. 
There is thus a certain discrepancy between what healthcare professionals see as desirable and 
what relatives—and certainly those of potential donors who are not in the register—deem to 
be their latent needs. The need for help in counselling is latent in the sense that people are in 
an emotionally charged situation. In the midst of the crisis, they do not hit on the idea of asking 
for some form of help for themselves so they can make a good decision. That does not mean 
that this need is not there if help in counselling is offered.  
Counselling is desirable because the relatives indicate that they can hardly think straight or 
make well-considered decisions. It would be a good idea if relatives could look back on an 
admittedly sad period, in which they took decisions without regretting them later on. 
Healthcare professionals also find better conversation partners in this kind of situation, and do 
not have to go through as much stress themselves. If there is no codicil, we see in general a 
certain level of restraint in acceding to the request for a donation, even if the relatives 
themselves are in favour of donation. Help in counselling is thus especially desirable where 
relatives cannot rely on a declaration, written or otherwise, in favour of donation. 
Our research shows that there is reasonably broad-based support among relatives for this extra 
guidance. In other research, the terms used are Family Support Counsellor [50], Family 
Communication Coordinator [36, 37, 56], or Family Support Liaison [57]. In the Netherlands 
there are “trained donation practitioners” [38]. The forms of guidance differ somewhat, but 
they all have in common that they have to do with lasting contact and with constancy.  
Moral counselling has not been put into practice before in the field of organ donation, but if it 
could be part of a longer-lasting guidance, a possibility that would certainly not be rejected by 
the target group. As we have described in Chapter 1, attention is paid to “argumentative, 
cognitive and rational aspects of patients’ decision-making processes as well as intuitive, 
emotive and narrative elements”. With moral counselling around organ donation, it is not only 
the views of the relatives that come in for attention; what the deceased also saw as important 
values is also of significance. These values do not always have to have been made explicit, but 
can be derived from concrete behaviours that the deceased engaged in. A pronouncement such 
as “He really would not have wanted this” can contribute to a decision “in the spirit of the 
deceased”, which can contribute to a reduction in family stress [39].  
In view of the findings in the literature and our respondents’ survey, healthcare professionals 
should take another critical look at the reservations they have about counselling. 
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FOLLOW-UP RESEARCH 
A number of issues have come up here that required further research. The question our 
research started with can be answered definitively only by an intervention study. The question 
the new research could ask is whether relatives who receive moral counselling are less 
ambivalent than those who feature in our current research. The effect of moral counselling can 
also be measured by looking at the number of relatives who accede fully or partially to a 
request for donation, so that the level of satisfaction after the decision is more important than 
the particular answer itself.  
A second issue that demands further research is differences in how decoupling is experienced. 
How can it be that healthcare professionals indicate that they almost always decouple the 
notification of death from the request for a donation, whereas relatives have not experienced 
things that way? Relatives find this lapse in time important. 
Thirdly, it appears to be important that attention be paid in equal measure to relatives who 
refuse to make a donation and to those who agree to donate. Those who refuse are not so 
keen to make themselves available for scientific research [58], but they can help bring about 
improvements to the practice around the request for a donation. This will benefit all of those 
concerned: patients and their relatives, healthcare professionals, and people on the waiting list. 
Further insight at the international level into the experiences of those who refuse is therefore 
desirable. 
Fourthly, to get back to where we began, there are still other groups of patients who must 
make morally charged choices. We gained our first experiences with moral counselling with 
women and couples who are faced with choices around pregnancy after certain findings in 
prenatal diagnostics. For this group, too, research should be done into the effectiveness of our 
method. There is a considerable need here, too: a decision has to be made quickly, and in our 
hospitals there are more cases in this area than there are requests for organ donations. A 
randomised control trial featuring a comparison between patients who received standard 
counselling or genetic counselling, and patients who also receive moral counselling, can answer 
the question as to the relevance of moral counselling in choices related to pregnancy. 
In closing, then, our contribution to the care for patients and their relatives has always been 
focused on strengthening their ability to make well-considered decisions. Our research was 
focused on the desirability of this contribution. Follow-up research can demonstrate the 
efficacy of our contribution—that is, of moral counselling. If its efficacy is shown in organ 
donation and prenatal diagnostics, other patients and relatives can ask for professional support 
in making morally charged choices. One might consider end-of-life decisions, choices around 
taking or foregoing chemotherapy, decisions regarding resuscitation, and choices in 
neonatology. If patients have first been able to engage in their own deliberations, they can 
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more easily come to a shared decision with their doctor. After moral counselling, patients can 
say, “I have made this decision for these and these reasons, and I couldn’t have done things any 
better. I have no regrets, and I’m satisfied with the choice I’ve made.” 
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SUMMARY 
Modern healthcare offers us a lot of chances for a long and healthy life. Organ transplantation is 
one of the treatments that were not yet possible half a century ago and that are now carried out 
successfully as a matter of routine. Along with the growth in the number of possibilities for 
treatment, patients have become more empowered, and this has been enshrined in the Medical 
Treatment Contracts Act. Patients must make their own choices—and more frequently than 
before. They are making these choices on the basis of the information that the doctor provides, 
and by weighing up values that are important to them. Each choice has its consequences: if a 
patient opts for an organ transplant, they depend on the availability of an organ. For certain 
organs (mainly kidneys), a living donor can offer a solution. For others, the patient is dependent 
on a donor who has died. Organ donation from a dead donor can take place only if the potential 
donor is brain dead in an ICU and has been registered as a donor, or if the family consents to the 
donation. About 60% of potential donors are not registered in the National Donor Register. This 
makes it difficult for the family to consent to the extraction of organs from a loved one who has 
been declared brain dead. This thesis looks at the decision-making process that family members 
go through when they’ve been asked to give their consent. 
In Chapter 1, we describe a general mode of dialogue for accompanying people as they make a 
choice in a morally charged situation. With this form of dialogue, people explore their own moral 
compass and look at whether the choice they’re facing can lead to a good, just, and wise 
decision. They take account of their own views, those of significant others, and those that obtain 
in society. This form of dialogue, known as moral counselling, builds on the practice of Carl 
Rodgers (non-directive counselling) and is guided, as regards ethical and moral concepts, by the 
work of Paul Ricoeur. We have used this method many times in the clinic, with people who are 
facing difficult choices—particularly couples who have had to make a decision about whether to 
have an abortion after a prenatal diagnosis. Chapter 1 describes the theoretical background to 
moral counselling as well as its elaboration in a didactic model, with a view to teaching this 
method to other healthcare providers.  
A choice in favour of organ donation after death is also morally charged. The despair on the faces 
of relatives can sometimes be seen when the doctor asks whether the organs can be extracted 
once there’s been a declaration that the patient is brain dead. We therefore made the suggestion 
to arrange for moral counselling with the family members of potential donors. Because the ICU 
had its doubts about the importance of this, we decided to conduct a pre-study to look at the 
need for moral counselling among the relatives of potential organ donors. Among the survey 
questions, those involved in the request were asked whether they would find it helpful to offer 
moral counselling in this situation. 
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As we prepared for fieldwork, the literature in this area was consulted, and the results can be 
found in Chapter 2. From this it appears that healthcare providers can influence the decision—
the main factors being the timing of the request for a donation (not too soon after the brain 
death has been announced), and how easy it is to understand the information that has been 
provided (an explanation of brain death, information on the procedure itself, the legal framework 
involved, and so on). It turns out that family members are ambivalent in their evaluations of 
organ donation, but that knowing the wishes of their loved one helps them come to a good 
decision. When we read in the literature about support in making decisions, the primary 
intention is to obtain more organs. The support is less often focused on satisfaction with the 
decision on the part of family members. Relatives are far from always satisfied with their own 
decision: in 10% of situations, the family has its regrets about giving consent, and about 33% of 
those who refuse have regrets about doing so.  
To inquire into whether healthcare providers would like to have moral counselling, we arranged 
five interviews. Doctors, intensive-care staff, and transplant coordinators from various transplant 
centres in the Netherlands met to discuss the current state of affairs when it comes to organ 
donations, with the discussions guided by an outside moderator. We report on this in Chapter 3. 
From these discussions it emerged that healthcare providers are quite familiar with factors that 
help increase the rate of consent, but that they know very little about satisfaction with or regrets 
at the decisions that family members take. This aspect does not come up as a theme in 
interactions that take place after care, if there are any. In the event, healthcare providers respect 
the decision without asking about motives for refusal or consent. The only reason they cite for 
regrets is a case in which a patient was registered and the family still refuses. They don’t see 
moral counselling as appropriate. 
In the next two chapters we’ll be reporting on the survey we did of relatives of potential organ 
donors. In the group we surveyed, there was an even split between, on the one hand, relatives 
who had given their consent for organ donation and, on the other, patients’ families who had 
refused to make a donation. In Chapter 4 we’ll describe how relatives come to their decisions on 
whether to donate, and what value judgments they made. The first thing that struck us was that 
half of those we surveyed said that they were not that good at all at making a well-considered 
decision, given how stunned they were by the shock of their loved one’s sudden death. When it 
came to making a value judgment, “helping others” and “protecting the deceased” competed for 
the upper hand. Relatives who could not rely on a donor registration had greater difficulty in 
making a judgment than did families of registered donors, and often justified their choices by 
appealing to external factors such as “too little time” and “a lack of information”. This resulted in 
a refusal to allow the donation. In the case of registered donors, the wishes of the deceased were 
the deciding factor in favour of donating. What was striking in particular was that those who 
refused said they didn’t know what the deceased would have wanted. Respondents indicated 
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that, in other circumstances, they might have decided otherwise. Especially those who refused 
said that they would have appreciated some form of support with the decision-making process. 
Chapter 5 offers the results of a secondary analysis of the subgroup of relatives whose loved ones 
were not registered as donors. In that case, those involved felt freer to make their own decisions, 
and this often resulted in a refusal. Their not knowing seemed to lead automatically to a refusal, 
although the actions of the healthcare professionals were also a contributing factor. That 
happened with two families who were, like their loved one, favourably disposed in principle to 
donation, but who still said no, because as a family they did not feel as though they were being 
treated well: the request for a donation was made immediately after the announcement of brain 
death; the family had the impression that a quick decision had to be made; they needed more 
information and, in particular, convincing proof that their loved one was actually dead. The wish 
to bid a proper farewell, and the length of the procedure for declaring brain death, played a role 
in the decision of two other families: they did indeed want to donate, but not with the patient’s 
heart still beating—and that means fewer organs to transplant. 
People who in their daily lives are used to talking with one another about such matters as death 
and dying, often know from each other what can happen with their organs after they die. These 
families were also able to be more supportive of each other when the request for donation was 
made, and were better prepared for it. Family members were in general quite positive about the 
care their loved ones had received. There was room for improvement, they felt, in the care and 
consideration they were shown, before, during and after the request for a donation. This care 
implies having an eye for the consideration of values that determine their response to the 
request for a donation.  
In the background to our survey there was also the question of whether moral counselling can 
give a helping hand to relatives of whom the request for a donation is made. Healthcare 
professionals see no added value in moral counselling, and do not know how people live after 
taking their decision. Family members—especially those who were not aware of their loved one’s 
wishes—are still left, however, with ambivalent feelings. They indicated that the decision could 
have gone the other way if their needs of the moment had been met more fully: for extra time to 
get their bearings before the request for a donation was made, and for clear information on what 
brain death entails. Especially those who refused to donate would, with the benefit of hindsight, 
have appreciated some form of support through moral counselling. In the event, they had not 
thought to ask for it.  
Whether morally charged decisions turn out differently and better when moral counselling is 
involved can be shown only with an intervention study. On the basis of our survey, we have no 
hesitation in recommending such a study. 
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SAMENVATTING 
De moderne gezondheidszorg biedt mensen vele kansen op een lang en gezond leven. 
Orgaantransplantatie is één van de behandelingen die een halve eeuw geleden nog niet mogelijk 
waren, en nu routineus en met succes worden uitgevoerd. Tegelijk met de groei in 
behandelmogelijkheden is ook de mondigheid van de patiënt toegenomen en wettelijk verankerd 
in de WGBO. Patiënten moeten –meer dan voorheen– zelf kiezen. Ze maken hun keuzes op grond 
van de informatie die de arts verstrekt en van een afweging van voor hen belangrijke waarden. . 
Elke keuze heeft consequenties: als een patiënt kiest voor een orgaantransplantatie,, is hij 
afhankelijk van de beschikbaarheid van een orgaan. Bij sommige organen (meestal nieren) kan 
een levende donor uitkomst bieden. Bij andere organen is de patiënt afhankelijk van een 
postmortale donor. Postmortale orgaandonatie kan alleen als iemand hersendood op de IC ligt 
en geregistreerd is als donor en/of als de familie toestemming geeft tot donatie. Ongeveer 60 % 
van de mogelijke donoren staat niet in het Nationaal Donor Register (NDR,) geregistreerd. Dit 
bemoeilijkt het besluit van de familie om toestemming te geven tot uitname van organen uit een 
dierbare die hersendood is verklaard. Dit proefschrift behandelt het besluitvormingsproces van 
familieleden aan wie om die toestemming gevraagd wordt. 
In hoofdstuk 1 wordt een (algemene) gespreksmethode beschreven om mensen te begeleiden bij 
het maken van een keuze in een moreel beladen situatie. Bij deze gespreksvorm verkennen 
mensen hun “morele huis” en onderzoeken ze of de keuze waar ze voor staan tot een goede, 
juiste en wijze beslissing kan leiden. Hierbij houden ze rekening met de opvattingen van zichzelf, 
van belangrijke naasten en opvattingen zoals ze in de maatschappij gelden. Deze vorm van 
gespreksvoering –morele counseling genaamd– bouwt voort op de praktijk van Carl Rogers (non 
directieve counseling) en laat zich voor de ethische en morele concepten leiden door het werk 
van Paul Ricoeur. Deze methode hebben we vele malen gebruikt in de kliniek bij mensen die voor 
een moeilijke keuze stonden, met name bij echtparen die moesten beslissen over de 
mogelijkheid van abortus na prenatale diagnostiek. Het eerste hoofdstuk beschrijft de 
theoretische achtergronden van morele counseling en de uitwerking ervan in een didactisch 
model om andere zorgverleners deze methode te leren. 
De keuze voor postmortale orgaandonatie is ook moreel beladen. De wanhoop op de gezichten 
van naasten is soms te zien als de dokter vraagt of de organen van hun geliefde mogen worden 
uitgenomen na de hersendoodverklaring. Daarom deden we de suggestie om morele counseling 
in te zetten bij familieleden van potentiële orgaandonoren, Omdat de IC-afdeling twijfelde aan 
het belang hiervan, werd besloten om een (voor)onderzoek te doen naar de behoefte aan morele 
counseling bij nabestaanden van potentiële orgaandonoren. Bij de onderzoeksvraag was 
inbegrepen of degenen die betrokken zijn bij het donatieverzoek (artsen, IC-verpleegkundigen, 
transplantatiecoördinatoren) het wenselijk vinden om morele counseling aan te bieden in die 
situatie. 
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Ter voorbereiding op het veldwerk werd de literatuur op dit terrein onderzocht – de resultaten 
staan in hoofdstuk 2. Daaruit blijkt dat zorgverleners de beslissing kunnen beïnvloeden, met als 
voornaamste factoren de timing van het donatieverzoek (niet te snel na de mededeling over 
hersendood) en de begrijpelijkheid van de verstrekte informatie (uitleg hersendood, informatie 
over de procedure, wettelijk kader e.d.). Familieleden blijken ambivalent in hun waardering van 
orgaandonatie, maar kennis van de donatiewensen van hun geliefde helpt om een goed besluit te 
nemen. Wanneer in de literatuur gesproken wordt over steun bij besluitvorming, heeft men 
vooral de intentie meer organen te verwerven. De steun is minder gericht op tevredenheid over 
het besluit door de familieleden. Nabestaanden zijn lang niet altijd tevreden over hun besluit: in 
10% van de situaties betreurt de familie de gegeven toestemming en ruim 33% van degenen die 
weigeren heeft daar achteraf spijt van. 
Om te onderzoeken of zorgverleners het aanbod van morele counseling wenselijk vinden, 
organiseerden we vijf focusinterviews. Artsen, IC-verpleegkundigen en transplantatie-
coördinatoren uit diverse transplantatiecentra in Nederland gingen met elkaar in gesprek over de 
gang van zaken rondom de donatievraag onder leiding van een externe moderator. Daarover 
rapporteren we in hoofdstuk 3. Daarbij kwam naar voren dat zorgverleners wel bekend zijn met 
factoren die bijdragen aan meer toestemming, maar nauwelijks weet hebben van tevredenheid 
of spijt over het besluit dat familieleden nemen. Ze thematiseren dit aspect niet in het 
nazorgcontact, als dat er al is. In de situatie zelf respecteren zorgverleners het besluit zonder 
naar motieven voor weigering of toestemming te vragen. De enige reden tot spijt die zij noemen, 
is wanneer een patiënt geregistreerd staat als donor en de familie alsnog weigert. Morele 
counseling achten ze niet opportuun. 
In de volgende twee hoofdstukken doen we verslag van ons onderzoek onder nabestaanden van 
potentiële orgaandonoren. In onze onderzoeksgroep was een evenwichtige verdeling tussen 
nabestaanden die toestemming gaven tot orgaandonatie en families van een patiënt die donatie 
hebben afgewezen. 
In hoofdstuk 4 beschrijven we hoe nabestaanden tot hun besluit komen om wel of niet te 
doneren en welke waardenafweging zij maakten. Allereerst viel op dat de helft van de 
ondervraagden aangaf dat ze in die situatie nauwelijks bekwaam waren om een weloverwogen 
besluit te nemen, verdoofd als ze waren door de schok van het plotselinge overlijden van hun 
geliefde. Bij de waardenafweging strijden “anderen helpen” en “de overledene beschermen” om 
de voorrang. Nabestaanden die niet konden terugvallen op een donorregistratie hadden meer 
moeite met de afweging dan familie van geregistreerde donoren. Zij rechtvaardigden hun keus 
vaak met externe factoren als “te weinig tijd” of “gebrek aan informatie”. Dit resulteerde dan in 
een afwijzing van donatie. Bij geregistreerde donoren gaf de wens van de overledene de doorslag 
om te doneren. Opvallend was dat met name de weigeraars aangaven dat ze niet wisten wat de 
overledene zou hebben gewild. Respondenten gaven aan dat in andere omstandigheden een 
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andere beslissing mogelijk was geweest; met name de weigeraars gaven aan dat ze een vorm van 
ondersteuning bij hun besluitvorming zouden hebben gewaardeerd.  
Hoofdstuk 5 is het resultaat van een secundaire analyse van de subgroep van nabestaanden wier 
geliefde niet ingeschreven stond in het donorregister. In dat geval voelden naastbetrokkenen zich 
vrijer om hun eigen beslissing te nemen, hetgeen vaak resulteerde in een weigering. Niet weten 
leek automatisch te leiden tot weigering, maar ook het optreden van de zorgprofessionals droeg 
daaraan bij. Dat gebeurde bij twee families die in beginsel positief tegenover donatie stonden (en 
hun geliefde ook), maar die toch nee zeiden, omdat ze zich als familie niet goed bejegend 
voelden: de vraag om donatie werd direct gesteld na de mededeling over hersendood; de familie 
had de indruk dat er snel beslist moest worden; de familie had behoefte aan meer informatie en 
met name overtuigend bewijs dat hun geliefde echt dood was. Bij twee andere families speelde 
de wens om afscheid te kunnen nemen en de lengte van een hersendoodprocedure een rol in 
hun besluit: ze wilden wel doneren, maar niet met kloppend hart waardoor minder organen te 
transplanteren zijn.  
Mensen die in het dagelijks leven gewend zijn met elkaar te spreken over zaken als dood en 
uitvaart, weten vaak van elkaar wat er met hun organen na hun dood mag gebeuren. Deze 
families konden elkaar ook meer tot steun zijn toen de vraag naar donatie kwam en waren daar 
beter op voorbereid.  
Familieleden waren over het algemeen zeer te spreken over de zorg voor hun dierbare. De zorg 
en aandacht voor henzelf vonden zij soms voor verbetering vatbaar, zowel vóór, tijdens als na het 
donatieverzoek. Deze zorg impliceert oog hebben voor de afweging van waarden die bepalend 
zijn voor hun antwoord op het donatieverzoek. 
Op de achtergrond van ons onderzoek speelde de vraag mee of morele counseling iets kan 
betekenen voor nabestaanden die de donatievraag krijgen. Zorgprofessionals zien geen 
toegevoegde waarde in morele counseling en weten niet hoe mensen verder leven na hun 
besluit. Familieleden –vooral degenen die niet op de hoogte waren van de donatiewens van hun 
geliefde– blijven echter vaak met ambivalente gevoelens achter. Ze gaven aan dat de beslissing 
anders had kunnen uitvallen als er meer tegemoet gekomen was aan hun behoeften van dat 
moment: extra tijd om tot zichzelf te komen voordat de donatievraag gesteld werd en duidelijke 
informatie over wat hersendood inhoudt. Met name degenen die donatie weigerden hadden –
achteraf gezien– een vorm van ondersteuning via morele counseling op prijs gesteld. In die 
situatie waren ze niet op het idee gekomen om daar om te vragen.  
Of moreel beladen besluiten anders en beter worden met morele counseling kan alleen maar 
door een interventiestudie bewezen worden. Vanuit ons onderzoek kunnen we zo’n 
interventiestudie van harte aanbevelen.  
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DANKWOORD 
Onderzoek is teamwork, zo is deze dissertatie ook de vrucht van samenwerking met velen. Graag 
wil ik op deze plaats iedereen dankzeggen die op een of andere manier bijgedragen heeft aan dit 
proefschrift. Ook degenen die niet expliciet genoemd worden mogen zich aangesproken voelen 
door mijn oprechte dankbetuiging. 
Wie ik in ieder geval met name wil noemen zijn mijn drie promotors.  
Evert, volgens mij was ik de eerste promovendus die zich aanmeldde bij jou nadat je hier in 
Nijmegen begonnen was als nieuwe hoogleraar medische ethiek. De ontvangst was 
allerhartelijkst en je zag ook meteen mogelijkheden voor dit proefschrift. Je wist een fonds 
waardoor ik een start kon maken, je noemde meteen de naam van Myrra als tweede promotor 
en je zette me op het spoor van een review toen het onderzoek onder nabestaanden maar niet 
van de grond kwam door gebrek aan respondenten. Je wist focus aan te brengen in de laatste 
fase, toen we nog verbindende teksten moesten maken tussen de verschillende hoofdstukken.  
Myrra, onze eerste ontmoeting was op het moment dat je net je benoeming als hoogleraar had 
gekregen. Toen ik enige twijfel uitsprak over de vraag of je in het zicht van je pensioen nog moest 
gaan promoveren merkte je fijntjes op, dat je dan zelfs nog hoogleraar kunt worden. Ik heb onze 
samenwerking altijd als uiterst plezierig ervaren, in je oordeel was je streng doch rechtvaardig, 
hetgeen geresulteerd heeft in een aantal publicaties in prominente tijdschriften. Daarnaast wist 
je ook gezelligheid te creëren in de groepsontmoetingen met mede-promovendi: de journalclub 
en de etentjes bij jou thuis. Ik zal het gaan missen. 
Wim, je bent altijd blijven geloven in de voltooiing van dit proefschrift, ook op de momenten dat 
alles tegenzat. Als projectleider wist je steeds weer praktisch, inhoudelijk en organisatorisch het 
promotietraject vlot te trekken. Je hebt veel gefaciliteerd en het zo mogelijk gemaakt dat ik 
binnen de kaders van de dienst Geestelijke Verzorging en Pastoraat kon blijven functioneren en 
tegelijk bezig zijn met mijn proefschrift. 
De leden van de manuscriptcommissie ken ik in hun andere hoedanigheid: Hans als hoofd van de 
intensive-care en in de dagelijkse omgang een betrokken arts, Paul als inspirerend hoofd van de 
medische ethiek in Leuven, leermeester bij mijn European Master of Bioethics en Yvonne als 
raadsvrouw toen ik nog aan de start zat van mijn onderzoek en een opzet moest maken om 
subsidie binnen te halen. Ik vind het een eer dat jullie ook de oppositie voeren tijdens de 
promotieplechtigheid. Ook de andere leden van de oppositie zou ik niet alleen willen aanspreken 
met hooggeleerd, maar ook als –door mij– hooggeacht.  
Mijn beide paranimfen zijn meer dan ornament. Hans, dat wij elkaar ooit ontmoet hebben ervaar 
ik nog steeds als cadeau. We hebben in elkaar iets mogen ontdekken, waardoor we samen boven 
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onszelf konden uitstijgen. Cursisten geven altijd terug dat er een meerwaarde is in ons 
gezamenlijk cursus en training geven. Zonder jou was morele counseling in Nederland en 
daarbuiten niet zo op de kaart gezet. Marline, je kwam als een engel uit de hemel toen we 
eindelijk konden gaan beginnen aan de data-analyse van de nabestaandeninterviews. Je leerde 
me veel over de geheimen van Atlas.ti, je was de tweede codeur en daarmee degene die zorgde 
voor objectiveerbare resultaten. Ik ben ook blij in jou ontdekt te hebben dat je naast 
onderzoekskwaliteiten ook een gewaardeerde docent kunt zijn en samen met Hans de morele 
counseling blijft ontwikkelen. Dit dossier is bij jullie in goede handen en ik zal het zeker met 
belangstelling –en af en toe praktische ondersteuning– blijven volgen. 
Mijn collega’s van dienst Geestelijke Verzorging en Pastoraat wil ik danken voor hun praktische 
hulp, belangstelling en aanmoediging om dit project tot een goed einde te brengen. Dit 
promotietraject was daarmee niet uitsluitend een persoonlijke hobby, maar een project waar de 
hele dienst trots op mag zijn. 
Dank ook aan de collega’s van de diverse promovendi-groepen met wie ik verschillende 
promovendicurssen mocht volgen. Ik noem met name de collega’s die afgelopen jaren 
participeerden in de journalclub van Myrra en de verpleegkundigen die aan de promovendigroep 
verplegingswetenschappen deelnamen. We mochten veel leren aan, met en van elkaar. 
Wetenschappelijk en praktisch ben ik dank verschuldigd aan de begeleidingscommissie: Astrid 
vanuit de wereld van de IC, Andries als leidinggevende van de transplantatiecoördinatoren en 
brug met de wereld van de Transplantatiestichting, Louis als oud-voorzitter van de Commissie 
Ethiek en deskundig neonatoloog, Carlo –tot het moment dat je Nijmegen verliet– als begeleider 
bij mijn eerste artikel, Anja van Heuvelen en (voortijdig afgehaakt) José Willemse vanuit de 
patiëntenorganisatie en Hans als representant van de opleiding tot geestelijk verzorger. Dit 
onderzoek heeft vele disciplines en organisaties bijeen gebracht en ik ben de leden van de 
commissie dankbaar voor hun inbreng en betrokkenheid vanuit hun expertise. 
Om data te kunnen verwerven waren er respondenten nodig die wilden deelnemen aan 
focusinterviews (professionals) en diepte-interviews (nabestaanden). Ik dank Astrid en Andries 
voor hun bemiddeling, Tijn Bouw (research verpleegkundige) en in Willem Hordijk de 
transplantatiecoördinatoren van het Radboudumc en Hans van Zon, transplantatiecoördinator 
van het St Elisabethziekenhuis in Tilburg voor het aanbrengen van potentiële gesprekspartners. Ik 
bedank ook de artsen, verpleegkundigen en transplantatiecoördinatoren van ons eigen 
Radboudumc en van andere academische ziekenhuizen voor hun deelname aan de 
focusinterviews. Speciaal dank ik de nabestaanden van (potentiële) orgaandonoren voor hun 
openheid in een moeilijke periode van hun leven. 
Mirjam Toby wil ik bedanken voor het nauwgezet uitwerken van de gespreksprotocollen, Carla, 
Wies en Helene voor hun ondersteuning bij de focusinterviews. 
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Om onze artikelen in goed Engels gepubliceerd te krijgen mochten we een beroep doen op 
Marcelle Manley, Valesca Hulsman en Steve Sobot. Ook Radboud in'to Languages leverde een 
bijdrage via Sara Sharpe en Ciaran O’Faolain. Dankzij hen konden we een verbeterslag maken in 
onze Engelse presentaties. 
Terwijl we bezig waren met dit onderzoek ging onze praktijk van morele counseling in de kliniek 
en het cursuswerk gewoon door. Na dit proefschrift staat er een nieuwe publicatie op de rol. 
Dankzij de feedback van patiënten en cursusdeelnemers kon onze gespreksvorm nog beter vorm 
krijgen. Dank voor alle waardevolle opmerkingen die bijgedragen hebben aan de ontwikkeling 
van ons ‘product’. 
Financiële ondersteuning kregen we voor de opstart van ons project van de Stichting tot Steun 
VCVGZ (Vereniging voor Christelijke Verzorging van Geestes- en Zenuwzieken), voor de 
organisatie van de focusinterviews van het ministerie van VWS en voor de uitgave van dit 
proefschrift van de Stichting Sormani Fonds in Nijmegen. 
Tenslotte –maar zeker niet in de laatste plaats– wil ik mijn familie en vrienden danken die mij 
gesteund hebben met hun belangstelling en aanmoediging. De meest nabije supporter was jij, 
Wies. Ook in praktische zin bood je de helpende hand. En toen het allemaal veel langer ging 
duren dan gepland kreeg ik de ruimte om dit te kunnen doen. Er breken nu andere tijden aan, 
niet in de laatste plaats omdat de promotiedatum nagenoeg samenvalt met het afscheid van het 
Radboudumc. 
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